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CHILD  ABUSE  PREVENTION  AND  TREATMENT 
AND  ADOPTION  REFORM  ACT  AMENDMENTS 
OF  1983 


WEDNESDAY,  APRIL  6.  1983 

U.S.  Senate, 
Committee  on  Labor  and  Human  Resources, 
Subcommittee  on  Family  and  Human  Services, 

Washington,  D.C. 
The  subcommittee  met,  pursuant  to  notice,  at  2  p.m.,  in  room 
4:^0,  Dirksen   Senate  Office  Building,  Senator  Jeremiah  Denton 
(chairman  of  the  subcommittee)  presiding. 

Present:  Senators  Denton,  Nickles,  Weicker,  and  Grassley. 

Opknin'g  Statement  ok  Senator  Denton 

Senator  Denton.  This  hearing  will  please  come  to  order. 

Good  afternoon,  and  welcome.  I'll  ask  you  to  indulge  some 
hoarseness  on  my  part  today. 

I  want  to  welcome  my  colleague  and  respected  friend,  the  distin- 
guished Senator  from  Oklahoma,  Senator  Nickles.  We  also  expect 
the  Senator  from  Iowa,  Senator  Grassley.  I  understand  Senator 
Weicker,  my  distinguished  colleague  from  Connecticut  will  be  in- 
troducing one  of  our  principal  witnesses  later  on. 

This  afternoon  the  Subcommittee  on  Family  and  Human  Serv- 
ices begins  its  third  hearing  of  the  98th  Congress  and  its  first  hear- 
ing in  a  series  of  three  on  the  reauthorization  of  the  Child  Abuse 
Prevention  and  Treatment  and  Adoption  Reform  Act,  the  Federal 
program  that  assists  States  in  combating  child  abuse  and  neglect, 
and  that  helps  facilitate  adoption  of  children  with  special  needs. 

We  couldn't  have  a  more  authoritative  witness  than  the  Surgeon 
General,  and  I  want  to  welcome  him;  Ms.  Dotson,  who  is  with  him; 
and  the  others  who  will  soon  be  called  up,  as  well  as  all  of  the  in- 
terested members  of  the  public  and  the  media  who  have  come 
today. 

The  hearing  this  afternoon  will  focus  on  a  particular  type  of  ne- 
glect—the withholding  of  nourishment  and  medical  treatment  from 
infants  born  with  mental  or  physical  impairments. 

This  issue  burst  into  public  view  last  April  with  the  so-called 
"Infant  Doe"  incident  in  Bloomington,  Ind.  The  public  was  shocked 
when  an  infant  "born  with  Down's  syndrome  and  an  incomplete 
esophagus  was  starved  to  death  after  his  parents  decided  against 
an  operation  that  could  have  saved  his  life. 

(1) 


Although  the  State  intervened,  a  judge  upheld  t:he  right  of  the 
physicians  to  withhold  treatment  upon  the  parents'  request.  The 
judge  also  refused  to  stay  his  ruling  to  allow  time  lor  appeals. 

An  appeal  to  the  U.S.  Supreme  Court  was  in  progress  when 
"Infant  Doe"  succumbed.  The  parents,  the  doctors  and  the  ruling 
judge  were  all  aware  that  several  couples  had  expressed  an  Intercast 
in  adopting  "Infant  Doe"  and  permitting  the  life-saving  surgery 

This  incident  presented  rather  starkly  some  of  the  troubling 
questions  about  our  Nation's  attitude  about  the  value  of  protecting 
and  nurturing  one  of  the  most  defenseless  forms  of  human  life- 
handicapped  infants. 

In  the  Bloomington  case,  the  infant  was  clearly  not  dying,  but, 
rather,  needed  an  operation  that  our  Surgeon  General,  and  witness 
today.  Dr.  C.  Everett  Koop,  and  many  other  doctors,  say  is  nearly 
alv/ays  successful.  ,     .  ^  ^  i 

Furthermore,  the  decision  to  treat  the  infant  was  not  made  on 
the  basis  of  the  feasibility  of  medical  treatment  but,  rather,  on  var- 
ious predictions  about  the  quality  of  life  the  infant  would  attain. 

Finally,  in  a  modern,  20-century  American  hospital,  an  infant 
was  denied  nutrition  and  fluids,  until  he  starved  to  death. 

The  entire  incident  suggested  that  the  pediatricians  attending 
the  infant  were  acting  more  in  accord  with  the  expressed  interests 
of  the  parents  rather  than  with  those  of  the  silent  infant  that  they 
were  purportedly  serving. 

Incidents  such  as  that— and  there  have  been  several  document- 
ed—raise the  question  of  whether  the  failure  to  protect  our  most 
defenseless  citizens  does  not  undermine  one  of  the  most  fundamen- 
tal premises  of  our  Constitution;  namely,  the  equal  protection 
under  the  law  of  all  human  life.  Such  incidents  also  raise  the  ques- 
tion of  whether  or  not  State  and  Federal  child  abuse  statutes  are 
adequately  addressing  a  particularly  egregious  form  of  child 
abuse— starvation.  .  •  i.- 

For  that  reason  I  have  included  as  part  of  the  reauthorization 
bill  for  the  Federal  child  abuse  program,  language  that  specifically 
addresses  the  treatment  of  handicapped  infants  issue  ^ 
Most  of  you  in  this  room^must  be  aware  of  the  administration  s 
recent  regulation  requiring  the  posting  of  signs  in  health  care  facil- 
ities stating  it  is  a  violation  of  Federal  law  discriminatori?y  to  deny 
handicapped  infants  nutrition  and  medical  treatment  solely  be- 
cause of  their  handicaps.  ^ 

That  regulation  has  been  challenged  in  court.  Arguments  on  tne 
case  will  be  heard  April  8,  2  days  from  now  / 

Many  groups  representing  handicapped  individuals  nave  ap- 
plauded the  regulation  and  on  March  29,  six  of  these  groups  an- 
nounced that  they  were  asking  to  sign  on  as  codefendan^s  in  the 

The  groups  that,  in  contrast,  have  brought  suit  against  the  ad- 
ministration have  raised  serious  objections  to  statutory  and  regula- 
tory intervention.  They  have  claimed  that  isolated  examples  like 
"Infant  Doe"  do  not  warrant  Federal  intervention,  and  that  there 
is  no  evidence  that  ^'the  care  of  handicapped  infants  represents  a 
critical  national  problem."  ^  i  i.-  ^ 

The  contention  that  the  practice  of  denying  treatment  is  relati^^^^ 
ly  rare  is  refuted  by  a  recent  documentary  aired  by  WNEV-IV  in 
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Boston.  The  reporters  involved  in  compiling  the  documentary— in- 
cluding a  Pulitzer  Prize  winner — accumulated  evidence  on  about 
100  cases  where  treatment  was  withheld  or  withdrawn. 

We  will  see  an  excerpt  from  that  documentary  today,  and  I  com- 
mend the  reporters  and  the  station  for  courageously  exposing  this 
issue. 

Furthermore,  a  paper  published  by  two  Yale  pediatricians  in 
H)78  stated  that  fully  14  percent  of, the  deaths  in  their  nursery 
were  a  result  of  withholding  treatment. 

I  hope  that  the  witnesses  today  will  give  further  estimates  about 
the  withholding  of  care  to  handicapped  infants,  or  the  incidents  of 
withholding  of  care. 

My  personal  belief  is  that  this  problem  is  of  paramount  impor- 
tance. Allowing  the  less  than  perfect  amoiig  us  to  die  raises  the  ter- 
rifying possibility  that  more  and  more  groups  will  he  labeled  as 
somehow  defective  and  allow  to  perish.  As  Dr.  Koop  and  others 
have  often  written  or  orally  pointed  out,  Nazi  Germany's  final  solu- 
tion was  the  last  phase  of  a  purification  program  which  began  in 
the  ll)!30's  with  the  killing  of  handicapped  infants.  The^e  statistics 
and  their  implications  demand  a  response. 

The  language  on  the  treating  of  handicapped  infants  that  is  in- 
cluded in  the  reauthorization  bill  I  intend  to  introduce  today,  with 
Senator  Hatch,  is  identical  to  that  included  in  the  House  bill.  It 
will  require  States  to  have  in  place  procedures  that  insure  that  in- 
fants at  risk  with  life-threatening  congenital  impairments  will  be 
provided  with  nourishment,  medically  indicated  treatment,  and  ap- 
propriate social  services. 

The  language  is  not  intended  to  apply  to  those  infants  who,  to 
quote  Dr.  Paul  Ramsey,  are  **born  dying,"  or  those  infants  who 
have  diseases  for  which  there  is  no  known  therapy. 

However,  in  the  vast  majority  of  cases  the  indicated  treatment  is 
clear,  and  most  handicapped  infants  can  be  treated.  The  language 
of  the  bill  merely  requires  equality  of  treatment,  and  that  all  in- 
fants will  be  fed. 

I  am  sure  that  Dr.  Koop  will  further  clarify  the  intent  of  the  ad- 
ministration's regulation  for  us  today. 

There  is  rampant  criticism  that  this  policy  might  permit  contin- 
ued life  for  some  extremely  mentally  or  physically  handicapped 
children.  But  there  appears  to  have  been  rapidly  increasing  error 
in  the  opposite  direction — error  that  has  resulted  in  needless  kill- 
ings or  needless  allowings  to  die;  error  that  places  too  high  a  value 
on  imperfect  estimates  of  the  quality  of  life  a  child  might  enjoy; 
error  which  ignores  unanticipated  favorable  changes  from  "natural 
causes"  as  well  as  ignores  improvements  achievable  by  the  not 
widely  known  but  notable  recent  breakthroughs  in  both  pediatric 
surgery  and  therapies  applied  after  the  infant  has  left  the  nursery. 

We  will  hear  some  fascinating  testimony  about  some  cf  these 
breakthroughs  today  from  our  panels  of  witnesses. 

We  will  also  address  one  final  aspect  of  the  withholding  treat- 
ment question  that  is  often  tragically  ignored  in  discussions  about 
whether  to  treat  handicapped  infants.  There  are  many  people  in 
this  country  who  are  willing — even  anxious — to  adopt  severely, 
handicapped  infants  and  to  permit  life-saving  surgery. 


The  'Infant  Doc'  case  has  already  been  cited  and,  in  fact,  there 
is  currently  a  waiting  list  of  parents  who  want  to  adopt  children 
afflicted  with  Down's  syndrome. 

The  reauthorization  bill  contains  provisions  that  make  the  adop- 
tion of  infants  with  congenital  impairments  a  priority  of  the  Fed- 
eral adoption  .opportunities  program.  -  ,  , 

We  will  meet  this  afternoon  a  family  from  Connecticut  that  has 
adopted  11  severely  handicapped  children.  They  will  share  with  us 
some  of  their  experiences  in  raising  these  children,  and  explain 
what  advice  they  give  to  prospective  adoptive  parents. 

Before  we  show  our  film  excerpt,  I  would  invite  Senator  Nickles 
for  any  opening  remarks  he  cares  to  make. 
Senator  Nickles.  Thank  you,  Mr.  Chairman. 
I  would  like  to  commend  you  for  holding  this  hearing,  especially 
for  including  in  the  hearings  on  the  reauthorization  of  the  Child 
Abuse  Act  today's  hearing  on  the  very  sensitive  and  critical  issue 
of  the  treatment  and  care  of  handicapped  infants. 

I  appreciate  your  leadership  in  this  field,  and  also  your  interest. 
I'm  not  that  familiar  with  the  legislation  which  you  are  introduc- 
ing, but  I  commend  you  for  your  personal  attention  that  youve 
given  to  this  very  critical,  sensitive,  and  difficult  issue  that  many 
of  us  have  wrestled  with.  I've  had  a  personal  interest  in  this  area 
for  some  time  and  have  been  working  on  it;  and  I  hope  that  we  can 
make  progress  in  seeing  some  positive  improvement  made  through- 
out—not just  in  Federal  policy— but  throughout  the  hospitals  and 
pediatric  wards  in  this  counfry. 

It  wasn't  until  the  Nation  became  familiar  with  the  plight  ot 
"Baby  Doe"  about  a  year  ago  in  Bloomington,  Ind.,  that  the  gen- 
eral public  really  became  aware  that  a  problem  existed.  I  believe 
that  most  people  find  that  it  is  unconscionable  that  physicians  and 
parents  would  consider  it  an  option  to  allow  a  newborn  baby  to  die 
by  starvation  or  by  lack  of  common  medical  treatment. 

Today  surveys  of  doctors  and  medical  journals,  both  of  which  are 
cited  by  Dr  Koop's,  indicate  that  there  are  physicians  advocating 
nontreatment  of  handicapped  infants.  The  majority  of  physicians 
would  support  parents'  wishes  not  to  feed  children  with  Down  s 

syndrome.  ^      .   ,  i.  j  u 

Unfortunately,  we  don't  know  how  often  it  happens  today  but 
with  the  attention  this  issue  has  received  in  recent  weeks,  there 
are  indications  that  nontreatment  and  starvation  of.  handicapped 
infants  occurs  more  often  than  we  might  care  to  believe. 

The  television  documentary  produced  by  the  CBS  affiliate  in 
Boston  which  aired  last  month  took  a  detailed  look  at  the  problem* 
Their  findings  reveal  that  even  the  most  routine  care  to  handi- 
capped infants  is  not  usual..  During  the  confirmation  hearing  (^i 
Secretary  Heckler,  I  asked  for  and  later  received  histories  on  cases 
of  alleged  instances  of  infanticide.  r 

I  still  have  some  questions  concerning  the  enforcement  ol  section 
504  in  these  cases.  I  will  address  those  later  in  this  hearing. 

Up  until  recently  this  was  an  issue  that  was  primarily  debated  in 
the  medical  circles.  Perhaps  one  of  the  greatest  values  of  today  s 
hearing  might  be  to  raise  the  consciousness  of  society  at  large,  and 
not  just  a  few  select  organizations  or  communities. 
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The  issue  of  ap[)ropi  iate  medical  treatment  for  handicapped  in- 
fants is  very  complex,  both  medically  and  ethically.  However,  we, 
as  a  society,  should  not  allow  this  complexity  to  serve  as  a  barrier 
to  seeking  solutions  which  are  now  confined  to  only  a  few. 

It  is  precisely  because  of  the  complex  and  interdisciplinary 
nature  of  the  choices  being  made  that  we  need  broad  participation 
in  determining  public  policy.  No  single  group  should  take  sole  re- 
sponsibility for  creating  and  establishing  standards  for  a  multifac- 
eted  issue  with  national  implications. 

This  issue,  as  I  mentioned  before,  Mr.  Chairman,  is  sensitive;  it's 
a  civil  rights  issue;  a  moral  issue;  a  national  issue;  and  also  a  per- 
sonal issue  that  affects  many  people.  It  cuts  across  every  political 
affiliation  and  it  begs,  I  think,  a  responsible  action. 

I  again  wish  to  commend  you  for  holding  this  hearing  and  also 
for  Dr.  Koop  s  participation,  as  well  as  Ms.  Dotson,  and  our  other 
panelists.  You  have  assembled  quite  a  cadre  of  experts  to  give  their 
thoughts  and  opinions  cn  the  entire  issue  of  infanticide  and  I  con- 
gratulate you  for  that.  I  hope  that  we'll  be  able  to  move  expedi- 
tiously toward  making  some  improvements  in  this  area. 

Senator  Denton.  Thank  you.  Senator  Nickles.  And,  again,  my 
admiration  for  your  longstanding  interest  and  activity  in  this  field. 
It's  a  pleasure  to  sit  with  you  today  on  what  should  be  a  porten- 
tious  occasion  for  progress  in  the  field. 

At  this  point,  before  showing  the  film  clip  and  beginning  the 
hearing  therewith,  I  would  like  to  ask  unanimous  consent  that  a 
statement  by  Senator  Dodd,  ranking  minority  member  of  the  sub- 
committee, be  inserted  in  the  record. 

[No  response.] 

Without  objection,  it  is  so  ordered. 

[The  prepared  statement  of  Senator  Dodd  follows:] 

PliK!'AKKI)  Sta  TKMKST  aV  SkN-AToH  Dohl) 

Mr.  Chairman,  I  am  certain  that  ue  have  a  ip*eat  deal  to  learn  from  the  distinguished 
witnesses  you  have  callefl  before  us  this  afternoon.  I  wouUi  like  to  direct  special 
attention,  however,  to  the  last  fjproui)  of  witnesses  who  will  te.stify  today:  namely, 
the  Kossow  family. 

My  connection  with  Rachel  and  Carl  Rossow  (,'oes  back  to  H)75  when  I  first  visited 
the  i^  bed  room  ranch  house  they  shared  with  their  eight  children.  Since  that  time, 
they've  moved  to  a  larger  house  to  accommodate  the  new  additions  to  their  family: 
six  more  chiltin  n. 

The  Rosso V-  f:imily  literally  makes  the  expression  "disabled  does  not  mean 
unable"  come  nljve.  The  accomplishments  at  home  and  at  school  of  all  14  children 
deserve  our  highest  praise.  The  efforts  of  Rachel  and  Carl  Rossow  in  promoting 
their  children's  accomplishments  merit  our  undivided  attention. 

Through  the  Rossows'  experience  in  raising  their  children  we  can  learn  more 
about  the  kinds  of  supports,  fiiiancial,  educational,  and  otherwise,  which  must  be 
provided  to  other  parents  of  handicapped  youngsters.  Today,  the  Rossows  will 
present  the  subcommittee  with  a  brochure  carrying  a  message  of  support  for  new 
parents  of  handicapped  children.  This  brochure  should  be  just  tlie  first  step  in  pro- 
viding families  like  the  Rossows  with  the  specific  assistance  they  need  to  insure  that 
their  children  lead  full  and  productive  lives. 

Senator  Denton.  We  will  begin  this  hearing  by  watching  a  short 
portion  of  the  WNEV  television  documentary  to  which  both  Sena- 
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tor  Nickles  and  1  referred,  entitled  "Death  in  the  Nursery,"  which 
aired  last  month  on  four  consecutive  nights  in  Boston. 
This  is  an  excerpt  of  that  program,  a  series  of  excerpts. 
[Film  excerpt  projected.]  ^-^  ' '  c  t\  r 

Senator  Denton.  Our  first  panel  of  witnesses  consists  ot  Ur. 
Everett  Koop,  U.S.  Surgeon  General,  and  a  practicing  pediatrician 

for  some  35  years.  t^-  r        r»fr,^„  ,^f 

Joining  him  is  Ms.  Betty  Lou  Dotson,  Director  of  the  Ottice  ot 
Civil  Rights,  Department  of  Health  and  Human  Services. 

I  would  like  to  welcome  both  of  you  and  to  acknowledge,  that  Dr. 
Koop  is  not  only,  by  virtue  of  his  position  the  ranking  doctor  in  the 
United  States,  but  he  is  also  by  his  experience  and  his  pediatric 
practice  an  extremely  authoritative  witness  on  this  subject. 
So,  if  you  care  to,  please  proceed. 

STATKMENT  OF  C.  KVERETT  KOOP.  M.D.,  SURGEON  GENERAL  OF 
'  THE  UNITED  STATES.  AND  MS.  BETTY  LOU  DOTSON.  DIRECTOR, 

OFFICE  OF  CIVIL  RIGHTS,  DEPARTMENT  OF  HEALTH  AND 

HUMAN  SERVICES 

Dr.  Koop.  Thank  you,  Mr.  Chairman.  ,  .  ,  t  -i, 

I  have  a  prepared  statement  for  the  record,  which  I  will  summa- 
rize in  the  time  allotted  to  me.        ,.    ,  ,    ,     t       c  r^r, 

I  am  C.  Everett  Koop.  I  am  a  medical  doctor.  I  am  Surgeon  Gen- 
eral of  the  U.S.  Public  Health  Service. 

But,  for  the  subject  of  today's  hearing,  I  will  call  upon  my  6i3 
years'  experience  as  a  pediatric  surgeon,        ,   ,  , 

When  I  began  my  career,  sir,  there  were  only  half  a  dozen  people 
in  the  United  States  who  specialized  in  surgery  for  infants  and 
children.  When  I  came  to  Washington  I  had  been  practicing  my 
specialty  longer  than  anyone  in  North  America.  • 

As  vou  know,  regulations  protecting  the  handicapped  newborn 
were  issued  by  the  Department  of  HHS  last  month.  These  regula- 
tions are  now  the  subject  of  litigation;  and  while  I  can  discuss  the 
issues  of  health  care  for  handicapped  infants  and  the  Department  s 
policies  concerning  it,  I  must  decline  to  offer  an  opinion,  regarding 
matters  presently  in  litigation.  r          ^       r>-     ^        f  v,^ 

Accompanying  me  today  is  Ms.  Betty  Lou  Dotson,  Director  of  the 
Department's  Office  for  Civil  Rights,  and  we  look  forward  to  dis- 
cussing some  of  the  many  issues  regarding  care  of  the  newborn 
child  with  handicaps  or  operable  defects. 

I'm  sure  that  you  agree,  sir,  that  our  government  is  concerned 
with  the  provision  of  health  care  and  not  about  withholding  it.  Ihe 
withholding  of  care  and  treatment  from  an  infant  born  a  year  ago 
this  month-as  you  haye  already  indicated,  known  as  Baby 
Doe"— was  the  chief  factor  in  focusing  national  attention  on  this 

""As^r  result  of  the  "Bahy  Doe"  case,  the  President  instructed  the 
Attorney  General  and  tihe  Secretary  of  HHS  to  exercise  their 
powers  to  enforce  Federal  laws  that  prohibit  discrimination  against 

'1  wUl'^iofr^feat  what  you  have  already  said  about  "Baby  Doe, 
sir.  but  will  say  that  the  basic  principle  of  this  case  is  that  the 
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was  allowed  to  die  bocause  someone  else  made  the  judgment 
that'the  child's  life  was  not  worth  living. 

Mr.  Chairman,  I  can  assure  you  that  there  is  no  way  to  predict 
the  I.Q.  or  the  potential  of  the  Down's  syndrome  child  at  the  time 
of  birth.  I  believe  that  the  presence  of  Down's  syndrome  is  never 
an^indication  to  withhold  the  correction  of  an  accompanying  defect, 
like  esophageal  atresia. 

You  should  know  that  the  surgery  in  question  is  nearly  always 
successful.  My  colleagues  and  I  have  performed  some  475  such  pro- 
cedures with  almost  100-percent  survival  and  good-swallowing  func- 
tion in  full-term  babies;  and  88  percent  is  our  record  in  prema- 
'tures. 

The  moral,  issue  here  is  that  no  one  may  judge  the  quality  of  life 
of  another,  and  we  must  not  tolerate  the  attempts  of  those  who 
take  it  upon  themselves  to  do  so. 

Whether  a  handicapped  person's  life  is  worth  living  or  not  is  not 
a  medical  question.  The  Government's  position  ought  to  be  seen  in 
the  context  of  its  support  for  the  provision  of— not  the  withholding 
of— treatment  for  disabled  infants. 

Thus,  an  enlightened  Government  becomes  the  natural  ally  of 
enlightened  medicine. 

While  I  hdve  said  and  believe  that  medical  science  constantly 
provides  new  ways  to  save  life  and  to  improve  it,  medicine  may 
never  have  the  answers  to  all  the  problems  that  occur  at  birth.  Let 
me  stress  here  that  some  problems  eimply  are  not  correctable. 
Sonie  handicapped  infants,  unfortunately,  face  imminent  death. 
For  such  infants  it  is  very  important  to  note  that  we  do  not  seek  to 
fruitlessly  prolong  the  process  of  dying;  rather,  we  seek  to  guaran- 
tee that. infants  who  would  live,  given  ordinary  care,  will  not  be 
denied  the  opportunity  for  life  by  those  who  would  decide  that 
their  lives  are  not  worth  living. 

I  presume  that  the  unfortunate  exceptions  I  have  noted  here  are 
not  the  subject  of  this  subcommittee's  interest.  The  vast  majority  of 
disabled  youngsters  are  within  the  realm  of  treatment. 

Even  so,  the  bottom  line  in  all  these  cases  is  that  you  must  nour- 
ish the  patient.  When  an  infant  in  hospital  is  denied  food  and  care, 
or  whether  an  infant  at  home  is  denied  food  and  care,  the  result  is 
the  same;  it  is  child  abuse. 

The  willful  withholding  of  therapy,  including  nutrition,  which 
leads  to  the  death  of  a  child  is  infanticide.  This  practice  naturally 
is  unlikely  to  be  widely  discussed  outside  a  small,  tight,  circle  of 
those  involved  in  a  particular  case. 

Nevertheless,  we  believe  that  "Baby  Doe"  was  not  just  a  singular 
instance,  but  rather,  representative  of  a  disturbing  pattern  about 
which  we  are  becoming  increasingly  aware. 

.  Obviously,  the  number  of  such  patients  is  difficult  to  estimate.  It 
is  not  rare,  and  it  is  certainly  not  an  isolated  instance. 

In  1976,  when  I  was  presented  with  the  Ladd  Gold  Medal  for  ex- 
cellence in  surgery  by  the  American  Academy  of  Pediatrics,  I  took 
that  occasion  to  draw  the  attention  of  the  academy  to  the  growing 
practice  of  infanticide,  and  pointed  out  its  moral  and  its  ethical  im- 
plications.^ 

I  was  aware  then  of  what  I  said  because  at  that  time  I  had  been 
practicing  pediatric  surgery  for  30  years,  and  traveled  enough  as  a 
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speaker  tu  know  most  of  the  pediatric  surgeons  in  this  country  on  a 
familiar  basis,  and  to  be  aware  of  what  some  were  doing. 

In  my  role  as  editor-in-chief  of  the  Journal  of  Pediatric  Surgery 
for  15  years,  I  had  my  finger  on  the  pulse  of  pediatric  surgery  and 
its  practices.  Let  me  offer  some  additional  evidence  which  has  been 
j,iccumulated: 

You've  already  referred  to  tlie  Duff  and  Campbell  report  in  the 
New  England  Journal  of  Medicine  in  1973  from  Yale  University, 
where  the  authors  acknowledged  that  over  a  2-year  period,  14  per- 
cent of  the  deaths  in  the  newborns  of  their  unit  had  been  decided 
upon  and  engineered  in  some  way. 

In  1977  the  journal  Pediatrics  published  a  survey  of  the  surgical 
section  of  the  academy  by  Shaw  and  Randolph.  A  questionnaire 
had  been  sent  to  all  pediatric  surgeons  in  the  academy  and  se^cted 
pediatricians.  A  great  number  of  those  answering  the  questionnaire 
felt  that  what  might  be  a'  poor  quality  of  life,  in  their  estimation, 
was  sufficient  reason  not  to  treat  the  child  for  a  defect  which  may 
have  been  incompatible  with  life  but  nevertheless  was  amenable  to 
surgical  correction. 

Several  months  ago  the  CBS  television  program  "Sixty  Minutes 
called  attention  to  several  families  who  had  made  different  deci- 
sions on  the  preservation  of  the  lives  of  their  newborn  children. 
And,  more  recently,  there  was  the  Boston  documentary,  which  we 
have  just  seen  a  portion  of. 

A  just-released  report  of  the  President's  Commission  on  Biomedi- 
cal Ethics  refers  to  several  surveys  among  pediatricians.  A  survey 
of  California  pediatricians  showed  that  most  would  honor  parents' 
wishes  not  to  treat  Down's  syndrome  newborns  who  had  life-threat- 
ening intestinal  obstructions,  and  another  survey  showed  that 
many  pediatricians  would  do  the  same  with  Down's  syndrome  in 
children  born  with  congenital  heart  disease.  Finally,  a  survey  of 
Massachusetts  pediatricians  showed  that  51  percent  would  not  rec- 
ommend surgery  to  correct  intestinal  blockages  in  newborns  with 
Down's  syndrome. 

In  the  past  several  years,  sir,  I  have  personally  received  about  20 
calls  from  nurses  who  objected  to  carrying  out  orders  from  doctors 
to  deny  food  to  handicapped  newborns.  Some  of  these  nurses  have 
been  faced  with  disciplinary  actions  or  the  threat  of  such  actions 
because  they  opposed  the  decision  to  withhold  nourishment. 

Handicaps  and  unhappiness  do  not  always  go  hand-in-hand. 
Some  of  the  unhappiest  children  I  have  known  were  perfectly 
normal,  physically.  Many  handicapped  youngsters  have  cheerfully 
accepted  difficulties  that  I  would  find  hard  to  bear. 

In  other  words,  the  quality  of  life  is  not  measured  by  material 
and  physical  terms  alone.  j.    i  i  i 

I  don't  believe  food  should  ever  be  withheld  from  a  disabled 
infant.  If  the  motivation  is  to  hasten  death,  deliberate  starvation  is 
inhuman. 

If  treatment  is  withheld,  as  it  is  sometimes  indicated,  there  are 
several  principles:  First,  the  physician  must  be  fully  aware  of  and 
knowledgeable  about  the  infant's  disease  process  or  disabling  condi- 
tion. 

Second,  the  physician  has  to  know  as  much  as  possible  about  his 
patient. 
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Third,  the  physiciiiM  has  to  draw  important  conclusions* about 
how  that  process  or  condition  affects  his  patient. 

And,  finally,  physicians  must  be  extremely  cautious  in  making 
any  guesses  or  offering  any  speculations  as  to  what  quality  of  life 
the  patient  may  ultimately  enjoy. 

We  usually  have  no  way  of  predicting  accurately  how  smart  or 
active  or  productive  a  person  may  be  at  some  future  time. 

The  job  of  the  physician  is  to  do  all  that  he  can  to  enhance  the 
patient's  enjoyment  of  whatever  he  or  she  ultimately  determines  is 
quality. 

I  don't  minimize,  sir,  the  difficulty  of  sheepherding  a  family 
through  tough  times,  of  providing  access  to  all  available  support 
mechanisms,  and  of  espousing  the  cause  of  patient  and  family  until 
they  are  figuratively  on  their  feet.  I  spent  my  career  doing  that, 
and  not  without  some  satisfaction. 

I  think  it  significant  that  no  patient  or  parent  has  ever  told  me 
later  that  he  or  she  wished  that  we  had  not  tried  so  hard  to  save 
the  life  of  their  child.  I  think  that  is  particularly  important  when 
one  considers  that  when  I  came  to  Washington,  I  probably  had  op- 
erated upon  more  newborns  than  anyone  in  this  country. 


point  out  that  the  future  holds  out  even  more  complexity,  and  for 
one  important  reason:  it  holds  out  more  hope. 

What  is  extraordinary  in  medicine  today  will  be  coii.Tionplace  to- 
morrow. And  this  is  no  more  true  in  any  medical  field  than  in 
neonatology. 

Advances  in  medicine  enable  us  to  restore  and  repaii  limbs  and 
organs  whose  malfunctions  and  malformations  previously  meant 
death,  deformity,  or  permanent  disability. 

As  a  society,  we  should  help  both  families  and  the  health  care 
professionals  who  care  for  the  less-than-perfect  newborn  to  contin- 
ue their  remarkable  work. 

The  most  compelling  opportunity  is  for  our  Government  and  our 
Nation's  leaders  to  reaffirm  our  national  commitment  to  providing 
compassionate,  high-quality  medical  care  for  all  of  our  Nation's 
children. 

I  thank  you,  Mr.  Chairman.  And  following  Ms.  Dotson's  remarks 
at  this  time,  she  and  I  would  be  most  happy  to  consider  whatever 
questions  you  may  have. 

[The  prepared  statement  of  Dr.  Koop  follows:] 


If  the  decisions  we  face  in  thi 


today  seem  complex,  let  me 
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Prki'ahki)  Statkmknt  ok  C.  ICvKRhriT  Ko()i>.  M.D.,  Surgeon  General,  Public 
Health  Service,  Department  of  Health  and  Human  Services 

tir. .Chaimvm,  I  am  C.  Everett  Koop.    I  cim  a  medical  doctor  and  the  Surgeon 

Genon-il  of  the  United  States  Public  Health  Service.    For  the  subject  that  is 

btitore  the  Conmittee  this  morning,  I  will  draw  upon  my  personal  experiences  of 

35  years  as  a  pediatric  surgeon.    When  I  began  that  career  there  were  only  a 

half-dozen  people  in  the  U.S.  who  specialized  in  surgical  procedures  for 

infants  and  young  children.    Pediatric  surgery  has  since  becaie  an  important 

li^s-savin;  specialty  in  nedicine  and  I- air.  very  proud  to  have  been  part  of 

that  history  and  development.    When  I  came  to  Washington  In  1981,  I  had  been 

practicing  the  specialty  of  pediatric  surgery  longer  than  anyone  in  North 

AiTkirica. 

Before  I  continue,  Mr.  Chaiman,  may  I  introduce  to  the  Ccrmittee  my 
colloajue,  Ms.  Betty  lou  Dot  son,  who  is  Director  of  the  Office  for  Civil 
Rights  of  the  Deparbnent  of  Health  and  Human  Services.    The  two  of  us  look 
foryjard  to  discussir^  with  you  and  this  Ccmnittee  sane  of  the  mary  concerns 
surrcxindirt]  the  issue  of  care  for  the  newborn  child  with  handicaps  or  operable 
defects. 

T  am  sure  you  will  agree  that  our  government  —  regardless  of  the  branch  or 
which  political  party  may  be  daninant  at  the  time  —  is  primarily  concerned 
with  the  prwisior.  of  health  and  medical  care,  not  about  withholding  it. 
Indeed,  that  point  of  view  was  emphasized  last  Spring  in  an  April  30 
n^morarxium  in  --jhich  the  President  instructed  both  the  Attorney  General  and  the 
5\ecretary  of  Health  and  Human  Services  tc  exercise  their  authorities  to 
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enforce  Federal  laws  that  prohibit  discrimination  against  the  handicapped. 
President  Reajan  took  special  note  of  Section  504  of  the  Rehabilitation  Act  of 
1973,  which  (and  I  quote  fran  the  President's  inemorandum)  "forbids  recipients 
of  Federal  funds  from  withholding  fran  handicapped  citizens,  simply  because 
they  are  handicapped,  any  benefit  or  service  that  would  ordinarily  be  provided 
to  persons  without  handicaps."  .  The  President  noted  that  the  law  specifically 
applies  to  "hospitals  and  other  prov.iders  of  health  services  receiving  Federal 
assistance." 

As  a  follow-up  to  the  President's  instruction,  then-Secretacy  Richard  S. 
Schweiker  asked  Ms.  Etotson  to  issue  a  notice  to  health  care  providers  which 
are  reinibursed  ^.inder  Medicaid  and  Medicare.    The  Secretary  said/  "In  providing 
this  notice,  we  are  reaffinnirg  the  strong  ccmmitment  of  the  American  peqplie 
and  their  laws  to  the  protection  of  human  life." 

Last  month,  as  you  know,  the  Department  promulgated  regulations  which  require 
that  reminders  of  the  applicability  of  Federal  law  to  the  protection  of 
handicapped  newborns  be  conspicuously  posted  in  hospitals.    The  regulations 
also  offer  a  reans  for  any  person  with  reason  to  believe  that  the  law  is 
being  violated  ♦lo  bring  the  facts  to  the  attention  of  proper  auUiorities. 

As  you  know,  these  regulations  are  now  the  subject  of  litigation.  While  I  can 
discuss  the  issue  of  health  care  for  handicapped  infants  and  the  Department's 
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policy  concerning  it,  I  must  decline  to  offer  ary  personal  opinions  regarding 
the  matters  presently  in  litigation. 

The  te^ent  regulations  were  not  just  the  result  of  the  Infant  Doe  case,  but 
also  of  our  growing  awareness  that  this  case  was  not  an  isolated  incident, 
but  part  of  a  larger  pattern. 

Infant  Doe  was  born  with  Down  Syndrane,  a  fom  of  mental  retardation  that  is 
genetically  transmitted.    Vfe  know  that  Infant  Doe  also  suffered  an  esophageal 
atresia,  a  malformation  of  the  esophagus  which  prevents  the  taking  of 
-rfWucAshTient  but  which  may  be  corrected  by  surgery.    Surgery  was  not 
perfonned  to  correct  the  atresia;  Infant  Doe  was  not  fed,  either  orally  or  by 
the  intravenous  irethod  and  seven  days  after  birth,  tije  child  died. 

The  basic  principle  in  this  case  is  that  the  child  was  allowed  to  die  because 
saneone  else  made  the  judgment  that  the  child's  life  was  not  worth  living. 
Mr.  Chairman,  I  can  assure  you  that  there  is  no  way  to  assess,  or  to  estimate 
the  I.O.  or  the  potential  of  a  Down  Syndrane  child  at  the  time  of  that  child's 
birth-    Whatever  the  degree  of  retardation  may  be,  this  handicap  is  never  a 
justification  for  withholding  treatment.    The  moral. issue*here  is  that  no  one 
nay  judge  the  quality  of  life  of  another,  a,nd  we  must  not  tolerate  the 
attonpts  of  those  who  would  take  it  upon  thenselves  to  do  so.    The  President's 
Canraission  on  Bioethics  in  Medicine  is  in  substantial  agreement  with  these 
points. 
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In  cLll  cases  of  esophageal  atresia,  corre:ctive  surgery  is  indicated  and  is 
nearly  always  successful.    I  do  not  mean  to  minimize  the  difficulty  for  the 
surgeon,  the  anxiety  for  the  parents,  or  the  disconfort  of  the  patient.  These 
are  all  f^iliar  to  nt,  as  I  was  among  the  first  to  perfomi  such  an  operation 
37"  years  ago  and  since  then  my  colleagues  and  I  have  done  some  475  procedures 
Each  case  was  special.    But  after  recovery,  these  babies  were  all  able  to  take 
ncurishnient  by  mouth.    In  my  own  experience,  I  did  not  lose  a  full-tecm  baby 
in  the  last  eiijht  years  when  I  was  a  surgeon  and  my  survival  rate  for 
proTiature  babies  was  88%. 

Mr.  Chaiman,  just  as  an  aside,  let  me  say  that  one  of \the  benefits  of  being  a 
66-year-old  pediatric  surgeon  is  that  now  and  then  I  meet  a  person,  full  of 
life  and  health,  whcxn  I  had  first  met  as  a  newborn  lying  on  my  operating 
table,  sttxjggling  with  an  esophageal  atresia  or  another  condition,  which  was 
successfully  corrected.  •  ' 

Such  proceduries  are  no  longer  unusual.    Often  it  seans  as  though  every  day 
medicine  ad^  another  new  life-saving  procedure  to  an  already  impressive  list 
of  victories.    More  and  more  therapeutic  options  are  opening  up,  giving 
physicians  greater  opportunities,  in  the  words  of  the  Hippocratic  Oath,  "to 
help  the  sick  accordirg  to  nny  ability  and  judgrnent,  but  never  with  a  view  to 
injury  and  vnrongdoing . " 

Whether  a  haitiicapped  person's  life  is  worth  living  is  not  a  professional 
nodical  question.    A  decision  not  to  treat,  for  instance,  a  Down's  Syndrone 
infant  because  of  a  child's  potential  mental  retardation  is  not  a  medical 
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judgrnent.    The  President's  manorarrium,  our  Department's  notice  to  providers 
and  our  new  regulations  ought  to  be  seen  in  this  context,  as  indicatirq  the 
goverrroenfs  support  for  the  provision  of  —not  the  withholdir^  of 
— treatjTKjnt  for  disabled  infants.    In  this  respect,  an  enlightened  govemnent 
becanes  the  natural  ally  of  enlightened  medical  practice. 

In  nry  experience,  this  type  of  event  has  two  important  aspects.  First,  there 
is  the  nature  of  the  iredical  problem  presented  by  the  infant  itself.  Second, 
there  is  the  role  of  the  fanily  of  the  infant,  the  people  who  are  responsible 
for  the  infant  appearing  in  the  first  place. 

I  Indicated,  that  nedical  and  scientific  advances  constancy  provide  new  ways 
to  save  lives  and  iinprove  the  quality  of  life  for  the  newborn.  But  medicine 
may  never  have  all  the  solutions  to  all  the  problans  that  occur  at  birth. 

Sat«  n^ical  problems  are  not  correctible,  and  sane  handicapped,  infants, 
unfortunately,  face  unminent  death;  for  such  infants,  we  do  not  intend  to 
fruitlessly  prolorg  the  process  of  dyirq.    Rather,  we  se^  to  guarantee  that 
infants  who  would  live,  given  ordinary  care,  will  not  be  deni^  the  usual 
opportunity  for  life  by  someone  who  judges  that  their  lives  are  not  worth 
living.    I  would  presume  that  these  unfortunate  exceptions  are  not  the  center 
of  this  Subccmmittee's  interest. 

In  itDS^t  instances,  however,  the  course  of  treatiitent  is  quite  clear.    The  vast 
majority  of  disabled  infants  are  within        realm.of  treatir»ent-    Moreover,  Mr. 
Chairman,  I  believe  there  is  one  "botton  line"  in  all  these  cases  and  it  is 
that  yoa  nourish  the  patient  -  that  is,  at  least  give  it  ordinary  care. 
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Indeed,  in  the  case  of  Infant  Doe,  the  fact  that  nourishment  was  conpletely 
withheld  throughout  his  seven-day  life  probably  did  no  re  than  any  other  single 
act  to  shock  the  medical  profession  and  the  general  public,    Mr.  Chairman,  we 
should  not  let  anyone's  onphasis  on  the  nost  difficult  cases  distract  cxir 
attention  from  the  basic  principle  that  we  must  not  discriminate  against 
handicapped  infants. 

This  point  was  made  last  May  18  by  Assistant  Secretary  Dr.  Robert  Pubin  in  the 
course  of  his  appearance  on  the  evening  television  program,  "The  MacNeil- 
Lehrer  Report."  Speaking  for  the  Administration,  Dr.  Rubin  said: 

-We're  not  talkiitg  about  prolonging  a  life  that  inevitably  is  going  to 
die.    What  we're  talking  about  here  is  discriminating  gainst  children 
who,  if  it  weren't  for  the  fact  that  they  were  handicapped,  would  be 
given  appropriate  medical  treatjnent." 

There  are  those  who  contend  that  child  abuse  only  means  battering  or  other 
fonns  of  physical  attack.    I  wish  to  stress  that  it  also  entails  lack  of 
protection  and  lack  of  basic  sustenance.    For  example,  whether  an  infant  in  a 
hospital  is  denied  care  and  treatment,  or  whether  an  infant  at  hon«  is  denied 
care  and  treatment,  the  result  is  the  sane. 

It  is  very  difficult  to  acquire  statistics  on  the  denial  of  ordinary  care  to 
handicapped  infants  because  doctors  tend  not  to  report  that  the  cause  "of  death 
was  starvation  or  other  denial  of  ordinary  care.    There  is  evidence  showing 
that  withholding  of  c^ire  does  occur,  and  that  it  is  a  significant  problsn. 
Even  one  case  is  one  too  many. 

The  willful  withholding  of  therapy,  including  nutrition,  which  leads  to  the 
death  of  a  d-ald  is  infanticide,    "ecple  who  practice  this  means  of  case 
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managenvent  of  disabled  youngsters  are  unlikely  to  discuss  it  exits  id  e  a  very 
tight  circle  of  those  involved  in  a  particular  case.    This  accounts  for  the 
difficulty  in  securing  fim  data,  but  enough  evidence  has  ernecged  to  indicate 
that  infanticide  is  not  rare  in  this  country. 

In  1976,  when  I  vas  presented  the  Ladd  Gold  Medal  for  excellence  in  surgery 
by  the  Anxsrican  Acadeny  of  Pediatrics,  I  took  that  occasion  to  draw  the 
attention  of  the  Academy  to  the  growing  practice  of  infanticide  and  pointed 
out  its  moral  and  ethical  implications-    I  was  aware  then  of  what  I  said 
because  I  had  been  practicing  pediatric  surgery  at  that  time  for  30  years  arid 
traveled  enough  as  a  speaker  to  know  most  of  the  pediatric  surgeons  in  this 
country  on  a  familiar  basis  and  to  be  aware  of  what  they  \vere  doing.    In  my 
role  as  editor^ in-chief  of  the  Journal  of  Pediatric  Surgery  for  15  years,  I 
hcd  my  firger  on  the  pulse  of  pediatric  surgery  and  its  practices.    Let  me 
offer  some  additional  evidence  which  has  accumulated: 

o  In  1973,  Duff  and  Campbell  of  Yale  University  published  in-the  New 
England  Journal  of  Medicine  a  report  concerning  dilenmas  facing 
pediatricians  in  the  newborn  nursery.    They  acknowledged  that  over  a 
two-year  period!,  11  percent  of  the  deaths  in  the  newborn  nursery  were 
deaths  that  had  been  decided  upon  and  erqineered  in  sane  way. 
o  In  1977,  the  journal  Pediatrics  published  a  survey  of  the  surgical 
section  of  the  Acaiony  by  Shaw  and  Randolph.    A  questionnaire  had  been 
sent  to  all  pediatric  surgeons  and  to  selected  pediatricians  in  the 
Academy  of  Pediatrics  which  asked  about  their  behavior  in  the  presence  of 
certain  treatable  conditions,  such  as  duodenal  atresias,  in  newborns  with 
Down's  Syndrome.    A  great  number  of  those  answering  the  questionnaire 
felt  that  what  might  be  a  poor  quality  of  life,  in  their  estimation,  was 
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sufficient  reason  not  to  treat  the  child  for  a  defect  which  may  have  been 
incanpatible  with  life  tut  nevertlieless  was  amenable  to  surgical 
treabnent. 

o  Several  months  ago  the  CBS  television  program  "Sixty  Minutes"  called 
attention  to  several  £ftnilies\!io  had  made  different  decisions  on  the 
preservation  of  the  lives  of  their  newborn,  children.    More  recently,  a 
television  station  in  Bts^on  had  four  consecutive  nights  of  docunentary 
filn^  on  the  use  of  infanticide  as^d  LfSatimgyat  option  in  this  country. 

o  A  just-released  report  of  the  President's  Carttrtission  on  Bianedical  Ethics 
refers  to  several  surveys  among  pediatricians. \a  survey  of  California 
pediatricians  showed/that  rtost  would  honor  parehts'  wishes  not  to  treat 
Down's  Syndrane  newborns  who  had  life-threatertirg  intestinal  obstructions, 
and  another  survey  showed  that  many  pediatricians  would  do  the  same  with 
Down  SyndroTK?  newborns  who  had  congenltail  heart  disease.    A  survey  of 
Massachusetts  pediatricians  showed  thSkf  51%  would  not  recaraiend  surgery  to 
correct  intestinal  blockages  in  newborns  with  Down  Syndrcme. 

o  In  my  cwn  experience,  let  me  say  that  I  have  received  over  20  contacts  in 
recent  months  fran  nurses  wtio  objected  to  carrying  out  orders  fran  doctors 
to  den^r-  food  to  handicapped  newborns.    These  nurses  have  been  faced  with 
disciplinary  actions,  or  the  threat  of  such  actions,  for  their  stands. 

Mr.  Chairman,  I  want  to  focus  new  on  another  question  and  draw  fran  my 
personal  experience  as  a  physician.    Once  a  handicapped  cliild  is  beirq  cared 
for  within  the  realm  of  medicine,  what  ojght  we  reasonably  to  expect  fran 
physicians?   Let  me  suggest  several  principles  that  seme  physicians  have  found 
useful  when  they  confront  the  kinds  of  situations  we  are  discussing: 
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First,  handicaps  ard  unhappiness  do  not  necessarily  go  hand  in  hand.    Sane  of 
the  unhappiest  children  I  have  known  have  been  perfectly  nonnal  physically, 
anj  many  handicapped  yojngsters  have  cheerfully  accepted  diffiailties  I  think 
I  would  find  hard  to  bear. 

Second,  the  physician  must  know  a  great  deal  about  the  infant's  disease 
process  or  disablii-q  condition.    As  science  and  inedicine_contime  to  evolve, 
this  is  an  ever-grcwir^  responsibiliti'  areJ  requires  that  physicians  must  have 
great  knowledge  about  and  experience  with  the  lesion  in  question. 

Third,  the  physician  has  to  know  as  much  as  possible  about  the  patient. 

Fourth,  based  on  the  first  two,  the  physician  has  to  draw  sane  very  important 
conclusions  about  ix>w  that  process  or  condition  affects  the  particular 
patient. 

Fifth,  physicians  should  be  extremely  cautiojs  in  making  any  guesses  as  to  the 
"quality  of  life"  the  patient  or  his  family  will  ultimately  enjo/.  Vfe 
frequently  have  absolutely  no  way  of  predicting  how  happy  or  anart  or  active  a 
person  mai^  be  at  sane  point  in  his  or  her  life.    The  task  for  the  physician  is 
to  do  whatever  possible  so  that  the  patient  can  enjoy  to  the  fullest  whatever 
he  or  she  ultimately  determines  is  "quality." 

Mr.  Chainnan,  I  said  that  there  are  two  aspects  of  these  cases  that  bear  close 
study.     The  first  aspect  I  have  just  discussed  arid  its  foois  is  directly  upon 
the  infant  and  the  infant's  nedical  condition.    The  other  aspect  concerns  the 
type  of  support  the  infant's  family  is  given  by  the  physician,  the  hospital 
and  the  ccnminity. 
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I  wculd  like  to  suggest  certain  principles  which,  if  followed,  will  enable 
those  who  care  for  handicapped  child  to  work  better  with  the  family  to 
achieve  the  greatest  possible  benefits  for  the  child.    Havirg  followed  these 
principles,  I  can  also  tell  you  that  I  have  never  had  a  patient  or  a  parent 
tell  roe  that  they  wished  I  had  not  saved  their  life  or  that  ot  their  child. 

Pmst,  the  physician  must  sit  down  with  the  family  and  thoroughly  go  through 
the  nature  of  the  infant*s  condition,  what  the  medical  experience  with  such  a 
condition  has  been  so  far,  what  kinds  of  thirqs  can  be  done  immediately,  and 
what  the  options  may  be  later  on. 

Second,  the  physician  nwst  be  familiar  with  and  understand  the  natural 
responses  of  parents  to  the  disabled  newborn:  their  feelirgs  of  sadness, 
guilt,  anger,  even  of  shame.    The  parents  will  be  concerned  about  the 
judgments  of  their  neighbors  and  friends.    Therefore,  the  physician  represents 
not  only  medical  care  —  but  the  outside  world  as  well. 

Third,  the  physician- must  demonstrate  tl"iat  the  parents  are  needed  as  partners 
in  the  processes  of  medical  care  and  that,  for  a  disabled  infant  just  as  for  a 
••normal'*  child,  there*  is  just  no  substitute  for  loving,  carirq  parents. 
Gradually,  as  the  network  of  support  grows,  the  parents  will  becone  nore 
centrally  involved  and  more  ccnpetent  to  care  for  their  child  and  for 
themselves,  too. 

Fourth,  a  physician  should  try  to  get  the  child  irito  the  hands  of  the  fanily 
just  as  soon  as  possible.    Starirq  through  a  pane  of  thick  plastic  at  a  little 
baby "  in  a^  covered  isolette  ever  in  the  corner  is  just  not  my  idea  of  how  to 
bring  parents  and  any  new  child  together.    In  my  own  experience,  I  suggest 
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that  the  parents  visit  the  child  as  soon  as  possible.    Ewn  though  the  baby 
may  be  bandaged,  intubated,  nonitored,  and  fed  with  a  hyperalimentation  line, 
the  parents  can  and  should  touch  the  child  —  if  possible,  hold  it  and  cuddle 
it. 

Fifth,  physicians  and  hospitals  must  take  a  positive,  active  role  in  getting 
the  parents  anJ  the  child  linked  up  with  available  social  and  nedical  support 
groups  in  the  cannunity.    Contimity  of  care  and  total  care  is  important  for 
all  patients  —  it  is  critical  for  infants  with  a  disability.  And  above  all 
the  responsible  physician  must  have  the  detennination  and  canmitment  to  assure 
the  fanily  that  he  or  she  will  be  an  advocate  for  their  child  and  for  the 
parents. 

Finally,  we  all  miast  work  to  eliminate  the  stigma  of  beiaj  handicapped  in  ojr 
society.    Canmunities  mjst  be  willing  to  offer  support  and  aid  to  those  cqping 
with  a  handicapped  fanily  member.    Positive  attitudes  tcward  those  physically 
less  fortunate  tiian  m=st  of  us  need  to  be  encouraged.    Enlightened  ccmmunity 
.    acceptance  of  the  handicapped  will  be  invaluable  to  them  in  terms  of 
education,  services,  employment,  recreation,  and  so  on. 

Certainly,  parents  faced  with  the  prospect  of  caring  for  a  disabled  ctiild  will 
worry  about  the  impact  on  their  financial  resources.    Increasing  awareness  of 
this  issue  can  result  in  better  response  from  the  many  voluntary  social 
service  agencies  and  private  foundations  which  exist  to  help  familieo  in 
need. 
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In  conclusion,  Mr,  Chaioian,  permit  me  to  return  to  science  and  iredicine  for 
a  ncment.    IC  the  decisions  in  this  area  that  we  Cace  today  seem  carplex,  then 
the  future  holds  even  nore  canplexity,  and  Cor  one  important  reason  —  it  also 
holds  more  hope.    What  is  extraordinary  in  medicine  today  will  be  ordinary 
tcmorrcw,  just  as  what  was  axtraordinacy  in  medicine  yesterday  is  oruinacy 
today.    And  this  is  perhaps  true  in  no  field  nore  than  it  is  in  neonatology. 

Duriry  the  past  decade  we  have  made  progress  in  neonatology,  in  intensive  care 
for  n^i:orns  and  in  E>EK3iatric  surgery  that  enables  us  to  treat  success  Cully 
many  cord  it  ions  not  treatable  only  a  few  years  ago.    It  enables  us 
to  provide  the  precision  care  required  by  very  pronature  and  very  sick  babies. 
Advances  in  pediatric  surgery  allow  us  to  restore  and  repair  organs  and  limbs 
whose  malt'unctior^s  and  rmlfonnations  previously  caused  death,  deformity  or 
pecrnanent  dis.^ibility. 

As  a  society,  we  should  help  both  the  fen i lies  and  the  health  care 
professionals  who  care  for  the  less-than-perf ect  newborn  to  centime  their 
remarkable  work.  The  most  ccnpelling  opportunity  is  for  our  goverrment  and  oir 
nation's  le^^ers  —  in  all  fields  and  at  all  levels  —  to  reaffirm  our 
national  cmmitment  to  providing  canpassionate,  high  quality  medical  care  for 
all  our  nation's  children. 

Thank  you,  Mr.  Chairman.    Ms.  Dotson  "now  has  a  short  statefnent  describing  the 
activities  of  the  Office  of  Civil  Rights  and  then  she  and  I  will  be  happy  to 
ans-^r  questions. 
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Senator  Denton.  Thank  you  very  much,  Dr.  Koop. 

Ms.  Dotson?  ,  _j.    -4.  * 

Ms  Dotson.  Mr.  Chairman,  I  appreciate  the  opportunity  to 
appear  before  you  and  the  subcommittee  on  a  matter  of  such  vi^al 
concern,  namely,  the  discriminatory  failure  to  properly  care  for 
newborn  infants  who  are  handicapped  and  who  are  entitled  to  the 
protection  of  the  Federal  civil  rights  laws. 

I  have  presented  a  more  detailed  statement  for  the  record,  and  in 
the  time  allotted  for  me,  I  will  attempt  to  summarize  that  state- 
ment, placing  particular  emphasis  on  our  regulation  which  was 

issued  March  7.  •        •  -i   •  ,  ^    *  4..,4.„„ 

Our  office  is  responsible  for  enforcing  various  civil  rights  statutes 
which  prohibit  discrimination  on  the  basis  of  race,  color,  national 
origin,  handicap,  and  age  in  health  care  and  human  ser^'lces  pro- 

^"^OnJof  the  laws,  we  enforce,  section  504  of  the  Rehabilitation  Act 
of  1973,  prohibits  discrimination  on  the  basis  of  mental  or  physical 
handicap  in  federally  assisted  programs.  ,  ,  „ 

Under  section  504,  no  qualified  handicapped  individual  may  be 
excluded  from,  denied  the  benefits  of,  or  be  subjected  to  discrimina- 
tion" in  any  federally  assisted  activity  or  program  solely  because  ot 

^^The  mediraid'^J^d  medicare  programs  provide  Federal  financial 
assistance  to  most  hospitals  in  the  United  States 

The  regulation  which  the  Department  first  issued  in  1977  to  im- 
plement section  504  makes  it  very  clear  that  Down  s  syndrome  and 
other  serious  birth  defects  are  handicaps  within  the  meaning  ot  the 

Following  the  death  last  year  of  a  handicapped  newborn  known 
as  "Baby  Doe,"  in  Bloomington,  Ind.,  the  President  directed  the  De- 
partment to  notify  health  care  providers  that  section  504  did  in 
fact  apply  to  handicapped  infants.  The  President  was  concerned 
about  reports  that  potentially  life-saving  treatment  was  being  with^ 
held  from  handicapped  infants  which  would  have  been  given  as  a 
matter  of  course  to  those  without  handicaps.  1^,,,,  io  iqqo  t 

In  furtherance  of  the  President's  directive,  on  May  18,  19«A  i 
issued  "notice  to  health  care  providers.  In  that  notice,  hospitals 
we^e  reminded  that  section  504  prohibits  withholding  from  a 
handicapped  infant  nutritional  sustenance  or  medical  or  surgical 
treatment  required  to  correct  a  ^fe-threatening  condition  if: 

First,  the  withholding  is  based  on  the  fact  that  the  intant  is 

^'Setn§'?he  handicap  does  not  render  the  treatment  or  nutrition- 
al sustenance  medically  contraindicated. 

Subsequent  to  the  ssuance  of  the  notice  in  May  1982,  our  ottice 
developed  and  put  into  operation  a  specific  program  for  expeditious 
investigation  of  complaints  of  discrimination  which  related  to  this 

"^Generally,  the  complaints  that  we  received  after  the  issuance  of 
th?Se  alleged  that  handicapped  infants  were  not  being  treat.ed 
fS  potentially  life-threatening  conditions,  or  that  handicapped  in- 
fants were  being  denied  life-sustaining  nourishment.  In  other  cases, 
it  was  reported  that  a  handicapped  infant  had  been  placed  in  a  life- 
threatening  situation,  and  we  were  asked  to  investigate. 
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In  each  complaint  case  involving  a  baby  in  a  life-threatening  sit- 
uation, OCR  initiated  a  prompt  and  thorough  investigation.  Our 
basic  approach  has  been  to  dispatch  an  investigator  or  investigative 
team  to  the  facility  immediately  in  emergency  cases  to  assess  the 
facts  and  make  a  compliance  determination. 

Simultaneously  with  the  dispatch  of  one  of  our  investigators  to 
the  site,  we  have  alerted  our  medical.consultants  to  be  available  on 
an  as-needed  basis. 

We  interview  all  of  the  affected  parties,  including  the  complain- 
ant, attending  physicians,  and  hospital  staff. 

We  also  attempt  to  coordinate  the  investigation  with  State  and 
local  authorities,  such  as  child  abuse  agencies.  These  agencies  are 
contacted  to  exchange  information  and,  in  several  instances,  we 
have  been  able  to  arrange  it  so  that  State  officials  accompanied  us 
during  our  investigation. 

We  examine  pertinent  medical  records  which  relate  to  the  case. 

In  addition,  weVe  made  arrangements  to  insure  that  Public 
Health  Service  physicians  and  independent  neonatal  specialists 
could  be  called  upon  immediately  to  provide  medical  advice  and 
analysis  during  the  course  of  an  investigation. 

In  1982,  subsequent  to  the  issuance  of  the  notice,  we  have  initiat- 
ed several  on-site  compliance  reviews  at  four  major  teaching  hospi- 
tals: Yale,  New  Haven;  Stanford  University;  University  of  South 
Alabama  Hospital  and  Clinic;  and  University  of  New  Mexico  Hospi- 
tal. 

The  purpose  of  these  reviews  is  to  determine  whether  hospital 
practices  and  procedures  for  handling  newborn  infants  conform  to 
the  requirements  of  section  504. 

Our  basic  objective  in  investigating  complaints  and  in  conducting 
compliance  reviews  is  to  prevent  the  discriminatory  failure  to  treat 
and  feed  handicapped  infants;  and  to  save  their  lives- 

We  expect  that  our  actions  will  have  a  wider  deterrant  effect 
beyond  the  individual  cases  which  come  to  our  attention.  To 
achieve  that  objective,  we  will  continue  our  investigative  activity 
combined  with  more  intensive  efforts  to  inform  all  affected  parties 
of  their  rights  and  obligations  as  established  under  the  law. 

Our  experience  indicated  to  us  that  we  needed  a  better  means  of 
making  sure  that  people  had  a  means  to  instantly  communicate  to 
us  to  report  or  supply  to  us  information  about  possible  violations  of 
section  504. 

Subsequently,  on  March  7,  1983,  our  interim  final  regulation  was 
issued.  The  purpose  this  regulation  is  to  insure  that  medical 
practitioners,  State  and  local  authorities,  parents,  and  the  general 
public  are  made  aware  of  the  section  504  nondiscrimination  re- 
quirements. The  regulation  was  effective  on  March  22. 

Now,  this  regulation  requires  that  hospitals  post  notices  in  a  con- 
spicuous place  in  each  delivery  ward,  maternity  ward,  pediatric 
ward,  and  nursery. 

The  notice  informs  the  public  that  the  discriminatory  failure  to- 
feed  and  care  for  handicapped  infants  violates  Federal  law.  Persons 
having  any  knowledge  of  any  violation  are  encouraged  to  contact 
the  Department  immediately  by  utilizing  a  special  hotline  number, 
or  to  contact  the  local  child  protective  agency. 
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In  addition,  to  expedite  investigations  and  necessary  enforcement 
action  where  immediate  action  is  necessary  to  protect  the  lite  or 
health  of  a  handicapped  infant,  the  regulation  permits  us  to  refer 
cases  to  the  Justice  Department  for  prompt  court  action  without 
having  to  wait  the  previously  required  10  days. 

Also  it  enables  the  Department  to  obtain  immediate  access  to 
medical  and  other  relevant  records  at  a  hospital  inasmuch  as  it  re- 
quires that  the  hospital  records  be  available  on  a  24-hour  basis. 

We  have  taken  the  following  measures  to  implement  our  regula- 
tion of  March  7:  ,      .   ,  ^.u      '  *  „ 

A  memorandum  was  sent  to  6,738  hospitals  across  the  country  on 
March  16,  informing  them  of  the  hotline  number  and  enclosmg  a 
copy  of  the  regulation  and  a  replica  of  the  required  notice 

On  March  17  we  mailed  to  each  of  the  6,738  hospitals  10  posters, 

5  in  English,  5  in  Spanish.  ,    ,    ,  ,        r-  Cf„f„  r,u;\A 

Also,  a  list  of  the  addresses  and  telephone  numbers  of  State  child 
protection  agencies  was  forwarded  to  -all  hospitals  so  that  the  ap- 
propriate telephone  number  of  the  State  agency  could  be  added  to 
the  posters.  Many  State  agencies  also  maintain  a  24-hour  toll-tree 

^urVotihle^is  activated.  It's  staffed  between  8  a.m.  and  8  p.m.  by 
professional  employees  at  our  headquarters  in  Washington.  During 
the  night  all  incoming  calls  will  be  received  by  an  answering  serv- 
ice. When  the  answering  service  receives  a  cal  ,  the  intormation 
will  be  relayed  immediately  to  a  designated  employee  of  the  Ottice 

°^ThrV^tfhie'  number  is  800-368-1019.  In  Washington,  it  is  863- 

^^These  procedures  are  designed  to  insure  that  the  Department  re- 
ceives timely  information  about  violations.  The  telephone  com- 
plaint procedures  will  facilitate  the  reporting  of  these  kinds  of  vio- 

'^In"coiclusion,  Mr.  Chairman,  I  wish  to  reiterate  our  comniitment 
to  protection  of  the  rights  of  handicapped  infants  by  enforcing  the 
laws  and  regulations  in  an  effective  expeditious  manner.  This  has 
been  our  record  throughout. 
Thank  you,  Mr.  Chairman. 

[The  prepared  statement  of  Ms.  Dotson  and  responses  to  ques- 
tions asked  by  Senaitor  Nickles  follow:] 
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PREPARKD  StATKMKNT  OK  BeTTY  IjOV  DoTSCN,  DIRECTOR,  OFFICE  FOR  CiVIL  RiGHTS, 
DKrAKTMKNT  OK  HeALTH  AND  HUMAN  SERVICES 

I  appreciate  the  opportunity  to  appear  before  the  Subccmnittee  on 
a  matter  of  vital  concern:    the  discriminatory  failure  to  properly  care 
for  newborn  infants  who  are  handicapped  and  ire  entitled  to  the  protection 
of  the  Federal  civil  rights  laws. 

The  Subconnittee  asked  me,  as  Director  of  the  Office  for  Civil  Rights, 
to  discuss  the  Department's  recent  regulation  on  this  subject,  and  to 
explain  the  procedures  we  are  following  to  ensure  corpliance  with  the 
requireKvents  of  the.  regulation. 

The  Office  for  Civil  Rights  gives  priority  attentiori  to  protecting 
the  rights  of  handicapped  infants.    In  the  main,  cases  may  arise  that,  b^r 
their  very  nature,  are  emergency  cases  that  require  iimediate  action. 
And  it  seems  to  me  that  in  any  situation  where  life-and-death  issues  are 
or  may  be  at  stake,  we  must  endeavor  to  bring  to  bear  all  the  resounds 
and  sensitivity  that  we  can  to  help  prevent  and  resolve .  ccctpl iance 
problems. 

lb  put  the  regulation  in  proper  perspective,  I  think  it  would  be 
helpful  at  first  to  review  the  background  and  sequence  of  events  ' —  the 
conpliance  standards  that  apply,  the  investigative  activities  and  other 
steps  that  have  been  taken  and  are  underway  to  enforce  the  law. 

Section  504 

The  Office  for  Civil  Rights  (OCR)  is  responsible  for  enforcing 
various  civil  rights  statutes  which  prohibit  discrimination  on  the  basis 
of  race,  color,  national  origin,  handicap,  and  age  in  health  care  and 
hunan  services  programs.    This  is  a  far-reaching  and  inportant  mandate  — 
and  we  are  determined  to  carry  it  out  effectively. 
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one  of  the  laws  OCR  enforces.  Section  504  of  the  Rehabilitation  Act, 
prohibits  discri.nination  on  the  basis  of  mental  or  physical  handicap  in 
federally  assisted  progra.>s.    Urxler  Section  504,  no  qualified  handicapped 
individual  "may  be  excluded  fron,  denied  the  benefits  of,  or  be  subjected 
to  discri;nination"  in  any  federally  assisted  activity  or  progran  solely 
because  of  his  or  her  harxlicap.    The  Medicaid  and  Medicare  programs 
provide  Federal  financial  assistance  to  most  hospitals  in  the 
United  States.    The  regulation  which  the  Departjnent  issued  in  1977  to 
i;nplai«nt  Section  504  makes  it  clear  that  town's  syndrcne  and  other 
serious  birth  defects  are  handicaps  within  the  meaning  of  the  statute. 

Following  the  death  of  a  handicapped  nevtom,  Icnown  as  "Baby  D=e," 
in  Bloanington,  Indiana,  the  President  directed  the  tepa.tment  to  notify 
health  carB  providers  that  Section  504  applies  to  handicapped  infants. 
The  President  was  concerned  about  reports  that  potentially  life-saving 
treattnent  was  being  withheld  fron  ha«aicapped  infants  that  wDuld  have 
been  provided  as  a  matter  of  course  to  those  without  handicaps.  He 

stated  at  that  tijne: 

"Our  nation' s  coimitment  to  equal 
protection  of  the  law  will  have  little 
meaning  if  •<«  deny  such  protection  to 
those  who  have  ,not  been  blessed  with 
the  same  physical  or  mental  gifts  that 
we  too  often  take  for  granted.' 

TO  carry  out  the  President's  directive,  I  issued  a  notice  to  all 
health  care  providers  on  May  18,  1982.    In  that  notice,  hospitals  v«re 
raninded  that  Section  504  prohibits  withholding  fron  a  handicapped  infant 
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nutritional  sustenance  or  medical  or  surgical  treatment  required  to 
correct  a  life-threatening  condition  if: 

(1)  the  withholding  is  based  on  the  fact  that  the 
infant  is  handicapped;  and 

(2)  the  handicap  does  not  render  the  treatment  or 
nutritional  'sustenance  medically  contraindicated. 

For  exaiple,  under  this  standeurd  it  would  be  unlawful  for  a  hospital 
to  decline  to  treat  an  operable  life-threatening  condition  in  an  infant, 
or  refrain  from  feeding  the  infant,  simply  because  the  infant  is  believed 
to  be  mentally  retarded. 

The  notice  also  reiteratecl  the  fact  that  nonconpliance  with  Section 
504  requirements  could  lead  to  the  temination  of  Federal  funds. 

Investigative  Activity 

In  May,  1982,  OCR  developed  and  put  into  operation  a  specific 
enforcenent  program  to  investigate  cctiplaints  of  discrimination  and  to 
review  the  practices  of  a  nunber  of  health  care  providers  on-site. 

In  general,  the  cotrplaints  that  OCR  received  after  the  notice  was 
issued  alleged  that  handicapped  infants  were  not  being  treated  for 
potentially  life-threatening  conditions;  or  that  handicapped  infants  were' 
being  denied  life-sustaining  nouristrnent.    In  other  cases,  it  was  reported 
that  a  har^dicapped  infant  had  been  placed  in  a  life-threatening  situation 
and  OCR  was  .asked  to  investigate. 
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In  each  conplaint  case  involving  a  baby  in  a  life-threatening 
situationr  OCR  initiated  a  prorpt  and  thoroi^h  investigation.    Our  basic 
approach  was  to: 

o    Dispatch  an  investigator  or  investigative  team  to  the  facility, 
ijfiTtediately  in  emergency  cases  to  assess  the  facts  and  make  a  ccmpliance 
detarmination.  •> 

o  Interview  all  affected  parties,  including  the  ccnplainant,  attending 
physic iems,  and  hospital  staff. 

o    Coordinate  the  investigation  with  State  and  local  authorities,  such 
as  child  protection  agencies.    Agencies  were  contacted  to  exchange 
infonnation  and,  in  several  instances,  agency  personnel  worked  closely 
with  OCR  during  the  investigation. 

o  Examine  ail  pertinent  medical  records  and  legal  documents  related  to 
the  case. 

In  addition,  OCR  made  arrangernents  to  ensure  that  Public  Health  Service 
physicians  and  independent  neo-natal  specialists  could  be  called  on 
iirroediately  to  provide  medical  advice  and  analysis  during  the  course  of 
an  investigation. 

If  I  may  illustrate  how  the  procedure  worked  —  on  December  7,  1982 
OCR  received  a  complaint  alleging  that  a  baby  in  an  Oklahoma- hospital  was 
not  receiving  life-sustaining  nourishment  and  was  being  deliberately 
dehydrated. 
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On  DecemDer  7  —  the  same  day  the  complaint  was  received  —  an  OCR 
investigator  arrived  at  the  hospital  and  began  the  on-site  investigation. 
Hospital  staff  were  interviewed  and  a  Public  Health  Service  physician 
reviewed  the  pertinent  medical  records.    The  investigation  disclosed 
that: 

o  The  infant  was  bom  on  November  10,  1982  with  initial  diagnosis 
of  primaturity  hydrocephalus. 

o  The  infant's  condition  was  later  diagnosed  as  hydranencephaly 
(complete  or  almost  ocmplete  absence  of  cerebral  hemispheres)  and 
transposition  of  the  great  vessels  (reversal  of  main  vessels  into 
heart) .    Life  expectancy  of  infants  with  congenital  anomalies  such 
at  this  is  very  short. 

o   Appropriate  tests  and  procedures  were  conducted.  Appropriate 
supportive  services  and  nursing  care  were  provided, 

o  The  hospital  followed  its  policy  as  it  applies  to  critically 

ill  infants.    The  infant  was  transferred  to  a  perinatal  unit  and 

intnediately  placed  on  the  critical  list.  Nursing  services  and 
medication  were  immediately  initiated. 

o    Records  show  that  tran  the  start  tlie  infant  was  incapable  of 
feeding  due  to  the  lack  of  sucking  reflexes. '  Feeding  was  conducted 
by  nurses  at  the  perinatal  unit  by  gavage  feedings,  that  is,  insertion 
of  a  tube  down  the  esophagus.    The  amount  of  formula  given  was  in 
accordance  with  guidelines  prescribed  by  the  American  Academy  of 
Pediatrics. 
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o    Medical  records  also  show  that  the  infant  grew  and  gained 
weight.    As  the  infant  grew,  there  was  a  corresponding  increase  in 
the  formula.    All  medications,  ancilliary  services,  and  care  were 
fully  documented. 

Fortunately,  in  this  case  OCR  did  not  find  evidence  of  a 
discrijninatory  withholding  of  care  or  nourishment.    The  case  does,  howeve.:, 
demonstrate  our  ccmnitment  to  take  pronpt  and  effective  action  as  soon  as 
complaints  or  reports  of  possible  discrijmination  are  received. 

As  I  indicated  earlier,  OCR's  compliance  program  goes  beyond  reacting 
to  complaints  and  reports  of  alleged  violations.    Starting  in  1982,  OCR 
initiated  on-si::e  conpliance  reviews  of  four  major  teaching  hospitals: 
Yale-New  Haven  Hospital,  Stanford  University  Hospital,  University  of 
South  Alabcsna  Hospital  and  clinic,  and  University  of  New  Mexico  Hospital/ 
Bernalillo  County  Medical  Center.    The  purpose  of  these  reviews  is  to 
determine  whether  hospital  practices  and  procedures  for  handling  newborn 
infants  with  congenital  anomalies  conform  to  Section  504  requirements. 
To  make  a  determination,  OCR  investigative  teats  review  the  medical 
records  of  newborns  bom  with  one  or  more  congenital  anomalies  and 
interview  hospital  personnel.    OCR  has  available  medical  specialists 
serving  as  consultants  who  are  assisting  in  the  analysis  of  medical 
records. 
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CXir  central  objective  in  investigating  canplaints  and  in  conducting 
cotpiiemce  reviews  is  to  prevent  the  discriminatory  failure  to  treat  and 
feed  handicapped  infemts  and  to  save  their  lives.    Wb  expect  that  our 
actions  will  have  a  wider  deterrent  effect  beyond  the  individual  cases 
that  come  to  OCR's  attention.    To  achieve  that  objective,  the  Department 
will  continue  its  investigative  activity,  ccrabined  with  more  intensive 
efforts  to  inform  all  affected  parties  of  their  rightn  and  obligations 
established  under  the  law. 


Information  available  to  us  suggested  a  lack  of  knowledge  on  the  part 
of  individuals  concerning  hew  to  report  possible  violations  of  Section  504 
to  the  Department.    Consequently,  the  Department  issued  a  regulation  on 
March  7,  1983  to  ensure  that  medical  practitioners.  State  and  local 
authorities,  parents,  and  the  general  public  were  made  aware  of  the 
Section  504  nondiscrimination  requirements  and  ccrplaint  procedures.  The 
regulation  became  effective  on  Maurch  22. 

Although  a  suit  was  filed  on  March  18  (American  Academy  of  Pediatrics, 
et  al  V.  Heckler),  the  U.S.  District  Court  for  the  District  of  Colirnbia 
denied  plaintiffs'  motion  for  a  temporary  restraining  order.  The 
court  has  scheduled  a  hearing  on  plaintiffs'  motion  for  a  preliminary 
injunction  on  P»pril  8, 

Tne  Deparbt^nt's  regulation  requires  that  hospitals  post  notices  in 
a  conspicuous  place  in  each  delivery  ward,  maternity  ward,  pediatric  ward, 
and  nursery.    These  notices  inform  the  public  that  the  discrijminatory 
failure  to  feed  arxi  care  for  handicapped  infants  violates  Federal  law. 


March  7,  1983  Interim  Final  Rule 
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Persons  having  knofwledge  of  any  violation  are  encouraged  to  contact  the  * 
Deparwent  irmed lately  by  using  a  special  hotline  nirtber  or  to  contact 
the  local  child  protective  agency. 

In  addition,  to  expedite  investigations  and  necessary  enforcement 
action  in  cases  where  iirmediatt  action  is  necessary  to  protect  the  life 
or  health  of  a  handicapped  infant:,  the  regulation:    (1)  pennits  the 
DepartiTient  to  refer  cases  to  the  Justice  Department  for  prrinpt  court 
action  without  having  to  wait  10  days  to  notify  the  hospital  or  other 
provider,  as  was  previously  required;  and  (2)  enables  the  Department  to 
obtain  inrvediate  access  to  inedical  and  other  relevant  records  at  a 
hospital  to  investigate  ^in  alleged  violation. 

The  Depaurtnent  is  developing  a  cooperative  vorking  relationship  with 
State  child  protection  agencies.    OCR  Regional  Directors- are  meeting  withi 
State  agency  personnel  to  discuss  investigative  procedures.    In  several 
of  the  Infant  Doe  cases  that  OCR  has  investigated  so  far,  the  State 
agency  also  received  a  report  of  suspected  child  neglect  and  took  steps 
to  investigate  the  report.    The  Department  will  contact  child  protection 
agencies  whenever  a  conplalr^t  is  received  that  indicates  a  possible 
failure  by  parents  to  consent  to  necessary  inedical  care. 

OCR  has  taken  the  following  measures  to  implement  the  regulation: 

o  A  memorandun  was  sent  to  6,738  hospitals  across  the  country  on 
March  16,  informing  them  of  the  hotline  nunber  and  enclosing  a  copy  of 
the  regulation  and  a  replica  of  the  required  notice. 
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o    On  March  17,  OCR  mailed  to  each  of  the  6,738  hospitals  ten 
17  1/2  X  14  inch  posters  —  five  vxitten  In  English,  five  written  in 
Spanish. 

o   A  list  of  the  addresses  and  telephone  ntribers  of  State  child 
protection  agencies  also  was  forwarded  to  all  hospitals  so  ::hat  the 
appropriate  telephone  nunJber  of  the  Sta^^e  agency  could  be  added  to  the 
posters.    Many  State  agencies  also  maintain  a  24-hour,  toll-free  hotline 
service. 

o   OCR  h^s  activated  the  24-hour  hotline,    which  is  staffed  between 
8  a.m.  and  8  p.m.  by  professional  employees  at  OCR  headquarters  in 
Washington,    ajring  the  night,  all  inccming  calls  will  be  received  by  an 
answering  service.    vAien  the  ansvering  service  receives  a  call,  the 
infonnation  will  be  relayed  iimied lately  to  a  designated  OCR  enployoe.  . 
The  hotline  nunber  is  800-368-1019  (863-0100  in  Washington,  D.C.).' 

VVtien  a  call  is  received,  OCR  staff  ccmpletes  a  "hotline  report," 
recording  as  much  information  as  it  is  possible  to  obtain  from  the  caller, 
including  the  name  of  the  infant,  the  naro  and  location  of  the  facility, 
the  diagnosis  and  treatment  being  provided,  the  baby's  condition,  and 
other  pertinent  information.    The  report  is  then  telephoned  to  one  of 
OCR's  10  regional  offices,  whiph  contacts  the  facility  and  makes 
arrangements  to  initiate  an  investigation. 

These  procedures  are  de&igned  to  ensure  that  the  Department  receives 
timely  information  about  violations.    The  telephone  canplaint  procedure 
will  enable  those  having  knowledge  of  violations  to  promptly  notify  the 
Department. 
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In  conclusion,  Mr.  Chainnan,  I  want  to  reiterate  our  canmitment  to 
protect  the  rights  of  handicapped  infants  by  enforcing  the  laws  and 
regulations  in  an  effective,  expeditious  manner.    This  has  been  our 
objective  throughout  and  X  believe  the  record  demonstrates  that  we 
have  approached  the  task  with  the  urgency,  sensitivity,  and  thoroughness 


that  is  required. 


Adhitionai.  Questions  Subsequently  Suhmitted  to  Ms.  Dotson 

Senator  Nickles.  I  thought  enforcement  of  504  had  not  been  very  strong  in  the 
past.  Has  there  been  any  investigations  (of  infant  doe  cases)  under  prior  Administra- 
tions under  that  section  of  the  law?  ,  I  .  ^  .  ^nnn 

Answer  The  Department's  Office  for  Civil  Rights  received  a  complaint  in  1979 
concerning  a  baby  born  with  Down's  Syndrome  and  an  intestinal  obstruction  at  Ka- 
piolani  Children  s  Hospital,  Hawaii.  The  parents  refused  consejit  to  surgery  to 
remove  the  obstruction.  The  child  was  sent  home,  where  it  died.  OCR  found  that  the 
hospital  administration  denied  any  knowledge  of  the  situation.  However,  upon  being 
notified  of  the  complaint,  the  hospital  agreed  to  take  voluntary  corrective  action  to 
address  the  issue  and  resolve  the  complaint.  The  hospital  issued  a  memorandum  to 
all  staff  reminding  them  that,  in  the  future,  they  should  immediately  report  to  the 
hospital  administration  any  cases  where  parents  refused  to  consent  to  needed  medi- 
cal procedures.  An  immediate  referral  would  then  be  made  to  Children  s  Protective 
'  Services  In  addition,  staff  were  reminded  that,  pursuant  to  Section  504,  no  child 
would  be  discriminated  against  on  the  basis  of  handicap.  The  hospital  made  no  ad- 
mission of  guilt  or  responsibility  in  the  specific  case.  The  case  was  closed  based  on 

^^S^^nator  NiCK^^^  Could  you  give  us  the  number,  and  whether  there  actually  has 
been  any  enforcement'  of  this  section  (504)  involved  previous  to  this  administration 
and  the  numbers  again  for  the  last  couple  of  years?  w  „  * 

Answer.  According  to  our  records  inhere  were  no  Section  504  cases  .relating  to 
"Infant  Doe"  referred  to,  the  Department  of,  Justice  prior  to  this  administration. 
Since  May  1980,  the  Department  of  Health  and  Human  Services  has  made  six  bec; 
tion  504  referrals  to  the  Justice  Department,  and  only  one  involved  an  Infant  Doe 
situation.  (Crawford  Memorial  Hospital,  IL,  denial  of  acc^;  ratner  than  specifically 
requesting  enforcement  action,  in  this  case  we  asked  DOJ  to  review  the  circum- 
stances of  the  case  and  determine  what  action  might  be  appropriate  and  legally  sup- 
portable, including  the  possibility  of  seeking  immediate  injunctive  reliel  .  .  .  ) 

Senator  Denton.  Thank  you,  Ms.  Dotson.       ^      _       o  x 
I  note  the  arrival  of  our  friend  and  colleague  from  Iowa,  benator 
Grassley.  Do^j^u  care  to  make  an  opening  statement? 

Senator  Grassley.  I  want  to  thank  you,  Mr.  Chairman,  for  hold- 
ing this  hearing  and  being  concerned  about  the  civil  rights  of  all 
people  I  recognize  that  this  is  a  very  difficult  issue  to  deal  with 
from  the  standpoint  of  people's  honest  feelings  on  both  sides,  that 

result  in  different  views.  ,    t.    .    -^.uu  u- 

My  feeling,  is^that  we  have  to  be  concerned  about  withholding 
lourishment  and  medical  treatment  from  handicappfed  infants,  be- 
cause if  we  start  weighing  the  life  of  one  individual  with  a  smaller 
figure  than  we  do  other  individuals,  it  isn't  long  before  all  of  us  are 
affected 

So  from  that  standpoint  I  appreciate  your  bringing  to  our  atten- 
tion this  issue,  and  look  forward  to  helping  you  resolve  it  so  that 
there's  an  understanding  that  life  at  any  stage  of  development  is 
treated  equally.  ^      i  > 

Senator  Denton.  Thank  you.  Senator  Grassley. 
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We  will  begin  asking  questions. 

Dr.  Koop,  how  do  you  account  for  this  problem  of  allowing  to  die 
.  by  not  supplying  nutrition  or  by  not  providing  operative  care 
which  is  available— how  do  you  account  for  that  being  so  wide- 
spread in  the  case  of  infants?  .-,1  • 

Dr.  Koop.  I  think  the  probable  answer  to  that,  Mr.  Chairman,  is 
that  infants  are  small  and  they  are  weak;  they  cannot  speak  for 
themselves. 

I  would  submit  to  you  if  it  were  possible  for  these  youngsters 
who  are  being  discriminated  against  to  be  large  and  active,  they 
would  have  just  as  important  a  lobby  in  this  city  as  many  other 
handicapped  groups  do. 

Senator  Denton.  Thank  you,  sir. 

With  the  regulatory  and  statutory  proposals  now  being  advanced, 
do  you  foresee  that  pediatricians  will  have  difficulty  in  assessing 
what  the  medically  indicated  treatment  is  for  some  handicapped  in- 
fants, or,  indeed,  whether  to  be  closer  to  the  nitty-gritty,  when 
there  is  indication  that  medical  treatment  should  be  applied? 

There  are  various  ways  of  phrasing  that,  but  that  seems  to  be 
the  nut  of  the  issue. 

I  believe  that  you  said  on  a  television  program,  however,  that 
regulatory  and  statutory  proposals  being  advanced  would  not  have 
made  a  bit  of  difference  in  the  way  you  treated  even  one  patient 
during  your  35-year  career  as  a  pediatrician. 

If  that's  correct,  would  you  discuss  that  issue  of  gray  area  versus 
black  and  white,  and  so  forth? 

Dr.  Koop.  Well.  I  think  any  two  physicians  can  look  at  this 
whole  spectrum  very  honestly  in  two  different  ways.  There  will  be 
those  who  see  issues  as  black  and  white,  others  will  see  a  narrow 
black  stripe  and  a  white  stripe  and  a  very  broad  gray  area. 

I  think  the  very  presence  of  these  regulations  will  help  physi- 
cians to  sharpen  their  spectrum  and  to  see  things  more  clearly  as 
black  and  white  rather  than  as  gray.  ,     x      j       ^  i 

In  reference  to  the  comment  you  referred  to  that  I  made  on  tele- 
vision, that  is  correct,  sir;  if  I  were  out  there  in  the  medical  estab- 
lishment where  I  spent  so  much  time,  I  confess  that  these  regula- 
tions would  probably  annoy  me.  They  would  make  life  perhaps  a 
little  bit  more  difficult  for  me. 

But  they  would  not  in  any  way  hamper  my  ability  to  deal  with 
patients  the  way  I  always  have. 

Senator  Denton.  Again,  Dr.  Koop,  there  have  been  a  number  of 
stories  broadcast  and  printed  by  the  media  alleging  that  the  admin- 
istration's proposals  would  require  physicians  to  take  steps  which 
would  merely  prolong  the  lives  of  infants  who  are  irreversibly 
dying. 

There  was  one  like  that  in  one  of  the  local  newspapers. 

Would  you  please  explain  what  effect  the  regulation  would  have 
on  these  situations  when  the  child,  the  infant,  is  irreversibly  dying 
in  the  conscientious  mind  of  the  physician? 

Dr.  Koop.  Well,  as  you  already  have  referred  to  Professor  Ram- 
sey's comments,  some  children  are  born  dying;  and  others  face 
death  a  little  bit  further  down  the  road.  It  is  absolutely  not  this 
Department's  intention  to  formulate  any  regulations  which  would 
interfere  with  a  physician  s  understanding  of  the  difference  be- 
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tween  giving  a  paticMit  a  life  to  which  he  was  entitled,  as  opposed 
to  prolonging  his  act  of  dying. 

We  are  particularly  concerned,  as  I  said  in  my  statement,  about 
having  ordinary  commonplace  care  such  as  clothing,  sustenance  of 
both  food  and  nutrition,  and  so  forth,  given  to  children,  no  matter 

Senator  Dknton.  Perhaps  you  saw,  Dr.  Koop,  the  Washington 
Post  article  this  past  Sunday  dealing  with  one  particular  case  of  an 
allegedly  dying  infant  being  kept  alive  in  Jackson  Memorial  Hospi- 
tal in  Miami.  Physicians  and  others  in  that  hospital  claim  that  the 
infant  is  being  kept  alive— I  understand  the  infant  died  in  the  last 
few  hours— was  being  kept  alive  at  the  expense  of  other  infants 
who  could  more  successfully  be  treated,  were  they  provided  access 
to  the  same  medical  care  and  equipment;  it  was  alleged  that  suffi- 
cient equipment  simply  is  not  available. 

Could  you  comment  on  the  medical  ethics  of  that  particular  situ- 
ation? ,  .     .  XI  ^ 

Dr.  Koop.  Well,  I  read  that  article,  sir,  and  it  is  true  that  the 
child  died,  I  think,  early  in  the  hours  of  Monday  morning. 

It  was  a  difficult  article  to  assess  because  there  were  many  quo- 
tations from  various  people  working  in  the  institution  and,  very 
often,  as  you  well  know,  it's  difficult  to  read  such  a  report  and 
know  what  the  person  actually  meant  in  the  context  in  which  it 

was  said.  ,       ,       ^  u     -i.  i 

But  the  way  that  article  reads,  it  sounds  as  though  that  hospital 
had  absolutely  finite  ability  to  care  for  children,  and  that  if  they 
had  one  more  patient  added  to  the  system  it  somehow  or  other 
became  disruptive  and  they  couldn't  care  for  that  patient.  ^ 

I  can  honestly  say  that  many  times  in  my  experienceUet  s  say  we 
had  10  children  ©n  respirators  and  had  10  respirators.  And  the 
11th  child  arrived  and  we  needed  a  respirator.  That  didn  t  mean 
we  chose  the  life  of  one ^s  opposed  to  the  other.  We  went  out  and 
borrowed  a  respirator  from  a  neighboring  hospital  and  expanded 
our  facility  to  take  care  of  one  more  child. 
In  a  day  or  two  that  would  go  the  other  way. 
So  that  I  think  it's  almost  a  cop-out,  sir,  to  say  that  in  order  to 
take  care  of  one  handicapped  child  in  a  large  institution  you  re 
jeopardizing  the  lives  of  others.  i    r     u  t 

Senator  Denton.  Well,  to  pursue  that  just  a  little  further,  1, 
myself,  though  not  expert  in  the  field  could  conceive  of  a  situation, 
say,  in  an  advanced  echelon  emergency  hospital  under  wartime 
conditions  in  which  the  doctor  would  be  confronted  with  the  ulti- 
mate question:  which  one  of  these  soldiers  do  I  attend  first?  Know- 
ing that  the  sequence  he  chooses  will  result  in  the  death  of  some 
and  the  saving  of  others;  and  the  decision  he  makes,  the  manner  of 
it  would  be  comolex. 

Granting  that,  if  you  will,  such  circumstances  can  arise— are  you 
of  the  mind  that  this  business  of  denying  nutrition  or  normally 
available  operative  procedures  to  a  child  because  of  handicaps,  is 
simply  not  the  proper  way  of  analogizing  it? 

Although  that  situation  can  arise  theoretically,  it  is  not  the  gov- 
erning limitation  on  this  particular  subject  we  are  addressing  here 
today,  is  that  correct?  . 
Dr.  Koop.  Oh,  I  think  we're  discussing  oranges  and  apples. 


43 


37 


In  a  military  situation  there's  no  doubt  about  the  fact  that  triage 
is  a  well-defined  science  of  deciding  what  you  can  do  on  the  spot 
with  the  blood  available,  with  the  equipment  available,  with  the 
personnel  available. 

But  in  the  situation  we  are  talking  about,  sir,  withholdmg  treat-^ 
ment  or  nutrition  from  handicapped  children,  there  is  never  th^tw 
kind  of  urgency  or  ever  that  type  of  circumstance.  _  ' 

Senator  Denton.  1  only  have  one  more  question,. and  then  111 
turn  it  over  to  my  colleagues.  . 

As  you  know.  Dr.  Koop»  I  introduced  a  bill  to  reauthorize  the 
Child  Abuse  Prevention  and  Treatment  and  Adoption  Reform  Act. 

As  part  of  that  bill  I  included  language  identical  to  that  found  in 
the  House  bill  that  addresses  the  withholding  of  treatment  ques- 
tion. Would  you  as  the  Surgeon  General,  speaking  for  the  adminis-  , 
tration,  support  that  language? 

Dr.  Koop.  Speaking  for  the  administration,  we  do  support  the 
intent  of  the  language  in  reference  to  handicapped  youngsters  that 
appeared  in  the  House  bill,  sir. 

Senator  Denton.  Thank  you,  sir. 

Senator  Nickles? 

Senator  Nickles.  Thank  you,  Mr.  Chairman. 
Is  the  questioning  for  both  members  of  the  panel?  ^ 
Senator  Denton.  Yes.  Tm  going  to  stand  pat  on  Ms.  Dotson  s 
statement,  myself,  as  I  understand  you  might  have  a  few  questions 
on  that  which  I  think  preempt  what  I  would  have  asked. 
Senator  Nickles.  Thank  you,  Mr.  Chairman. 
A  couple  of  questions— one,  I  again  appreciate  your  testimony 
and  also  some  of  the  statements  that  youVe  made  over  the  last 
year  which  I  think  are  very  commendable. 

You've  been  in  the  field  of  pediatric  surgery,  I  think  you  said, 
what,  for  85  years?  And  you  ve  mentioned  your  experience  with 
problems  has  been  gi  eater  than  that  of  any  other  pediatric  surgeon 
in  North  America.  I  think  that's  certainly  noteworthy. 

Are  you  convinced  that  there  are  instances  where  treatment 
would  be  routinely  provided  to  nonhandicapped  infants  but  has 
been  discriminately  denied  to  handicapped  infants? 
Dr.  Koop.  I  have  no  question  about  that  at  all. 
Senator  Nickles.  Have  you  any  idea  about  how  often  this  occurs/ 
Dr  Koop.  It  is  very  difficult  to  get  numbers  because  people  don  t 
like  to  talk  about  what  they  are  doing.  And  I  think  the  best  infor- 
mation we've  ever  had  about  how  widespread  geograiHjically  this 
is,  is  what  turned  up  in  the  film  that  we  saw  at  the  beguming  of 
this  hearing.  ^  ,  u  • 

And  my  own  feeling  is  it  exists  in  out  of  the  way  hospitals,  m 
rural  areas;  it  exists  in  the  most  prestigious  teaching  hospitals,  and 
you  ve  seen  testimony  from  outstanding  pediatric  surgeons  and 
even  apologists  who  admit  that  this  is  the  manner  in  which  they 
treat  such  patients.  ^  ^  ^ 

Senator  Nickles.  How  is  the  choice,  say,  to  treat  or  to  not  treat  a 
Down's  syndrome  child  for  a  routine  medical  condition  regarded  in 
the  medical  profession. 

Dr  Koop.  Well;  10  years  ago  it  would  have  been  scandalous.  But 
in  the  past  10  years  there  has  been  a  gradual  drift,  as  indicated  in 
the  various  surveys  that  I  mention  in  my  testimony  and  as  you  saw 
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on  television.  I  would  say  in  the  select  circle  of  people  who  make 
these  decisions,  probably  more  than  half  feel  that  a  Down's  syn- 
drome child  has  the  quality  of  life  not  worth  living  and,  .therefore, 
would  not  do  anything  to  protect  it  by  doing,  say,  surgery  on  an 
accompanying  anomaly. 

Senator  Nickles.  So  this  trend  has  increased  substantially  over 
the  last  10  or  15  years? 

Dr.  Koop.  Well,  in  my  lifetime  it's  increased  from  nothing  to  , 
what  it  is  today,  and  I  would  say  that  in  the  last  decade,  most  par- 
ticularly. 

Senator  Nickles.  Why  do  you  think  this  trend  to  withhold  treat- 
ment from  only  handicapped  infants  exists  today?  Why  is  it  so 
much  more  commonplace? 

Dr.  KOOP.  I  think  it  all  started  with  the  beginning  discussion  of 
''what  is  quality  of  life?"  And  as  I  tried  to  make  clear  in  my  testi- 
mony, sir,  I  don't  think  you  and  I  can  assess  the  quality  of  another 
person's  life. 

And  what  we're  talking  about  here  is  not  a  quality  of  life  issue, 
we're  talking  about  an  ethical,  moral,  medical,  legal,  and  a  civil 
rights  issue. 

And  I  think  these  children  deserve  the  protection  of  the  law. 

Senator  Nickles.  Historically,  I  guess,  the  only  real  monitoring 
of  physician  recommendations  and  activities  in  this  area  have  been 
internal,  primarily  among  pediatric  professionals,  peer  pressure. 
How  effective  do  you  think  this  has  been  in  protecting  handicapped 
infants  from  being  discriminated  against? 

Dr.  Koop.  Well,  theoretically,  you  would  believe  that  if  a  hospital 
had  an  ethics  committee,  and  a  decision  were  made,  that  that 
would  be  an  ethical  decision.  Fm  not  always  in  agreement  with 
that. 

The  excerpt  of  the  film  that  you  saw  on  television  moments  ago, 
Johns  Hopkins  Hospital,  indicates,  in  parts  that  you  did  not  see, 
that  they  had  a  battery  of  professed  experts  they  could  get— as  I 
recallr  a  professor  of  pediatrics,  professor  of  pediatric  surgery,  psy- 
'chiatry,  chief  nurse,  social  worker,  and  chaplain — and  the  decision 
was  made  that  that  child  had  a  quality  of  life  not  worth  living,  and 
the  child  was  given  nothing  by  mouth  until  it  starved  a  few  days 
later. 

Senator  Nickles.  Well,  if  the  peer  pressure,  the  ethics  review^pr 
whatever  is  hot  adequate,  what  would  be  your  recommendation  for 
protecting  these  infants  from  being  starved  or  not  treated? 

Dr.  Koop.  Well,  I  think  it  was  the  consideration  of  the  President 
and  his  concern,  of  the  Department  of  Justice  and  Department  of 
Health  and  Human  Services,  that  the  present  system  was  not  ade- 
quate. Therefore,  the  regulations  which  were  instituted— imperfect 
though  they  may  be— were  at  least  a  stopgap  measure. 

Senator  Nickles.  You  think  the  regulations  the  Department 
issues  will  be  adequate  to  address  these  problems? 

Dr.  Koop.  I  would  predict  that  what  would  happen,  sir,  is  what  I 
said  a  moment  ago,  that  a  lot  of  people  who  have  been  thinking 
gray  will  now  begin  to  think  black  and  white. 

And  I  would  think  the  best  thing  that  could  come  from  these  reg- 
ulations is  not  the  fact  that  Ms.  Dotson  has  to  investigate  and  that 
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somebody  has  to  prosecute,  but  rather,  that  there  would  be  a  deter- 
rent effect  just  because  of  the  existence  of  those  regulations,  ■ 

And  because  hearings  like  this  have  brought  this  to  the  minds  of 
the  public,  and  people  now  can  bring  their  own  moral  and  ethical 
feelings  to  bear  upon  this  important  issue. 

Senator  Nickles.  Many  organizations,  including  American  Acad- 
emy of  Pediatricians,  and  the  President  s  Commission  on  Bioethics, 
are  suggesting  that  the  answer  to  assuring  adequate  protection  in 
complex  cases  is  to  establish  an  ethics  panel  in  local  hospitals  to 
review  the  controversial,  difficult  cases. 

What  do  you  think  of  these  suggestions? 

Dr.  Koop.  I  have  an  opinion  about  it,  sir,  but  I  just  wonder 
whether,  in  view  of  the  litigation  that  is  now  taking  place  about 
this  regulation,  that  it  would  be  better  not  to  answer  that  one  and 
jeopardize  our  case. 

Senator  Nickles.  OK. 

I  have  wondered  whether  or  not— I  shouldn't  dwell  on  that— I 
have  an  opinion  on  that,  too;  but  I  won't  ask  you  to  concur  with  my 
opinion. 

Some  people  fear  that  there  would  be  an  unspoken  pressure  to 
support  the  doctor  among  hospital  personnel  so  that  an  ethics 
panel  and  outside  participants  might  not  feel  confident  to  question 
the  physician's  judgment;  so  that  a  decision  not  to  feed  an  infant 
would  go  unchallenged. 

From  your  experience  in  hospital  structure  or  ethics  panels,  do 
you  think  these  concerns  are  valid? 

Dr.  Koop.  I  think  it  depends  a  little  bit  on  the  hospital.  You  can 
find  some  hospitals  where  almost  everyone  has  the  same  opinion 
about  the  manner  in  which  the  quality  of  life  should  be  the  decid- 
ing factor. 

In  others  you  find  that  even  as  in  the  case  of  the  Bloomington 
baby,  somebody  on  the  staff  stands  up  and  say^^,  "Fll  be  an  advo- 
cate for  that  child."  And  that  then  leads  to  a  discussion  with  at 
least  two  different  points  of  view. 

Senator  Nickles.  It  might  vary  from  institution  to  institution? 

Dr.  Koop.  Without  question. 

Senator  Nickles.  Some  believe  the  best  way  to  protect  infants 
whose  lives  are  in  jeopardy  is  to  create  a  third-party  right  of 
action;  and  this  will  enable  any  person  who  has  sufficient  reason  to 
believe  that  an  infant  is  being  denied  treatment  the  standing  to 
enter  a  court  on  their  behalf. 

Do  you  have  any  opinion  on  that  thought? 

Dr.  Koop.  Well,  I  think  that  that  is  the  current  practice,  that  if 
there  is  a  difference  of  opinion  and  the  hospital  committee  or  the 
hospital  administration  or  just  peer  pressure  says,  we  haven't  come 
to  a  consensus,  then  it  frequently  turns  to  the  court  and  asks  that 
the  court  accept  custody  of  the  child,  and  the  decision  is  made  out- 
side of  the  emotional  aspects  of  the  parents's  decision. 

Senator  Nickles.  Thank  you. 

Ms.  Dotson,  a  couple  of  questions: 

What  is  your  general  enforcement  investigative  procedure? 
You  might  turn  the  microphone  to  you. 
Ms.  Dotson.  OK. 
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When  we  receive  u  complaint  w,e  determine  the  jurisdiction  we 
assign  it  to  an  investigator  who  makes-goes  out  and  makes  a  find- 

With  respect  to  the  "Baby  Doe"  cases  we've  identified  medical 
consultants  who  are  to  be  on  call  to  us  whenever  these  cases  arise 
s°nce  we  have  no  control  over  the  time  that  we  might  have  to  go 

°"ln""thV''Baby  Doe"  cases  where  we  have  an  allegation  of  an 
inf?nt  being  at  risk,  several  things  happen.  We  simultaneously  de- 
te  m"  ne  thf  jurisdiction,  that  is.  our  jurisdiction  to  get  involved;  we 
S;  the  State  agencies;  we  contact  the  ^dn^m:^;^ 
Dital-  we  dispatch  one  of  our  people  immediately  to  the  Premises 
for  thrpurpose  of  looking  at  the  records,  oftentimes  accompanied 
bv  the  medical  consultants.  ,  •    i.  n„f;^w^ 

Senator  Nickles.  It  was  announced  that  since  the  insta  ation  of 
the  hotline  in  your  office,  you've  received  a  lot  of  phone  calls. 

Can  you  tell  us  how  many  you've  received? 

Ms.  DOTSON.  As  of  this  morning.it  was.  I  believe  420  phone  c^lls^ 
Now.  there  were  great  variations  as  to  what  these  calls  were 
about  Some  of  them  were  just  checkmg  our  number,  and  hung 

"'s";?a?or^N.CKLt.'?'m  not  too  interested  in  the  number  of  crank 
calls  vou  had  or  any  wrong  numbers;  but  how  many  calls  have  you 
had  that  said:  We  feel  like  there's  a  problem  and  some  act  on 
should  probably  be  taken  before  too  long,  because  an  infants  life 

may  be  in  danger? 

Dotson  We've  had  seven  such  calls. 
Sector  S^cklIs  Seven  such  calls  since  the  installation  of  the 

hotline  number? 

Senator  NrcKLES.'  That's  been  in  existence  for  howjong? 

Ms.  Dotson.  Well,  we  began  getting  cal  s  on  March  17  ^  we  al 
ready  had  the  number  in.  but  the  regulation  was  effective  March 
22 

"So  we  ve  received  calls  since  March  17. 
Senator  Nickles.  And  you've  had  seven.'' 

Ms.  Dotson.  In  which  there  was  an  allegation  that  there  was  an 

at  risk  infant.  .  i  .  r  4-9" 

Senator  Nickles.  An   at  risk  intant." 

Hnvp  vn!i  narrowly  defined  that?  Have  there  been  a  lot  ot  otner 

ment  because  they're  handicapped  in  one  way  or  another?  Is  that 
greater  than  seven? 

WhenTsay  '^at  risk."  basically  I  am  talking  about  an  allegation 
fi^^f  thprP  has  been  in  fact  a  violation  of  504.  that  the  baby  is  m 
Snt  lnve  at  the  ti^nL  we  receive  the  call,  that  nutrition  is  being 
ShS  or  that  fhey're  not  getting  adec^uate  customary  medical 

'"■seSr' Nickles.  How  many-have  you  investigated  thpse  seven? 
Ms.  Dotson.  We  have. 
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Senator  Nicklks.  Previously  when  I  asked  Secretary  Heckler,  she 
mentioned  that  you  had  some  cases  under  investigation.  Do  you  re- 
member how  many?  Previously  to  that? 

Ms.  DOTSON.  Prior  to  that — at  that  time  I  think  there  were  about 
five  or  six. 

Senator  Nickles.  She  told  me  seven,  and  I  think  we  found  out 
nine. 

Ms.  DoTsON.  Well,  that's — whatever  we  submitted,  that's  accu- 
rate B\  c  that  does  not — that  is  not  reflected  in  the  numbers  that  I 
have  given  you. 

Senator  Nickles.  So  youVe  had — 

Ms.  DoTsON.  Yes. 

Senator  Nickles.  Have  you  saved  lives  in  that  event?  What's 
happening  in  some  of  those  cases?  YouVe  submitted  to  my  office 
details  of  those  nine  cases,  I  think;  and  I'm  not  familiar  with  the 
additional  cases  you  just  mentioned? 

Have  lives  been  saved? 

Ms.  DoTsON.  We  have  not  made  a  finding  of  a  violation.  Fm  not 
able  to  say  that  lives  have  been  saved. 

Senator  Nickles.  We  did  look  into  a  couple  of  the  cases.  Are  you 
familiar  with  the  case  in  Illinois? 

Ms.  DoTsON.  Yes.  ,  » 

Senator  Nickles.  I  didn't  know  if  I  should^mention  that  or  not. 
I'm  not  trying  to  put  a  black  eye  on  anybody  or  any  hospital  or  any 
group  of  doctors  or  anyone  else;  but  in  the  investigati'on  that  we 
reviewed,  and  also  in  the  brief  summary  report  that  was  supplied 
by  HHS,  there  was  a  lot  of  discrepancy  between  the  information 
from  what  my  staff  was  ah\e  to  find,  and  the  findings  of  fc^ie  HHS 
report.  / 

Before  I  get  into  that  specific  case,  maybe  I'll  ask  you  a  couple  of 
other  questions: 

Have  any  of  these  cases  we  are  now  discussing  actually  been 
turned  over  to  Justice  for  follow  up  on  it? 

Ms.  DoTSON.  No,  they  have  not. 

Senator  Nickles.  In  cases,  should  they  have  been? 

I  look  at  the  law  and  I'm  not  familiar  with  Senator  Denton's  leg- 
islation»  or  the  legislation  that's  been  introduced  in  the  House;  but 
as  I  read  section  504,  the  law  looks  pretty  adequate  if  it's  enforced. 

But  I  don't  know  that  504*3  been  enforced.  Or  I  don't  think  we 
would  have  seen  instances  like  those  that  were  alluded  to  on  the 
TV  screen  and  others  that  are  surfacing  around.  When  we  start 
hearing  these  things,  it  seems  to  me  that  504  hasn't  been  enforced 
in  the  last  several  years. 

Ms.  DoTSON.  Well,  504  provides  that  a  recipiej^t  of  Federal  finan- 
cial assistance,  which  would  be  the  hospital,  cannot  discrimin?ii«  on 
the  basis  of  handicap.  Now,  with  the  cases  which  have  been  investi- 
gated to  date  we  have  not  determined  that  the  hospital  in  fact  did 
discriminatorily  refuse  indicated  medical  treatment  or  sustenance. 

I  might  add  that  our  process  is  such  that  under  504,  if  in  fact  v/e 
did  make  a  finding  that  a  hospital  or  health  care  provider  has  dis- 
criminated against  an  infant,  then  after  we  issue  a  h^t^er  of  find- 
ings, we  still  are  required  under  our  regulations,  under  our  laws,  tc 
seek  to  bring  that  institution  into  compliance. 
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But  to  date  in  the  cases,  the  factual  situations,  the  investigations 
which  we  have  followed  through,  we  have  not  seen  the  kind  of  evi- 
dence which  would  sustain  us  in  making  a  finding  that  the  health 
care  provider  was  in  violation.  r  v  • 

Senator  Nickles,  Are  you  satisfied  with  the  quality  of  the  inves- 
tigations that  have  been  made?. 

Ms.  DOTSON.  Yes,  I  am.  'x-     ^ir  » 

Senator  Nickles.  Here  again  I  can't  claim  any  expertise.  We  ye 
glanced  at  a  couple  of  these  cases  and  seemingly  ,  found  some  dis- 
crepancies. Instead  of  reviewing  or  going  over  ,  the  case,  can  I 
assure  that  you  are  familiar  with  the  one  in  Illinois? 

Ms.  DoTsoN.  Yes,  sir.  . 

Senator  Nickles.  Looking  at  the  report  that  was  issued  it  ap- 
pears if  there  hadn't  been  some  intervention— well,  let  me  ask  a 
question:  Did  your  office  bring  in  the  Justice  Department  in  this 

case?  ' 

Ms.  DoTsON.  Yes;  as  I  recall  in  the  case,  on  May  18,  the  date  the 
notice  was  issued,  simultaneously  I  believe  the  case  was  referred  to 

Justice.  .     i.u  1  4. 

Senator  Nickles.  Excuse  me,  would  you  mind  repeating  the  last 

part  of  it?  .       ,    1    J  i. 

Ms.  DoTsON.  The  day  that  the  notice  was  issued,  the  day  that  our 
investigator  came  onsite,  I  believe  there  was' a  referral  to  Justice 
from  the  Department  and  

Senator  Nickles.  This  was  May  18? 

Ms.  DoTsoN.  Yes.  .  ^ 

Senator  Nickles.  Well,  my  information  was  showing  that  the 
baby  was  born— and  here  again,  we  show  some  difference  on  that: 
Your  report  shows  the  baby  was  born  April  -^0;  I  have  some  infor- 
mation it  was  April  25.  This  particular  infant  was  born  with  spina 
bifida,  I  believe.  '  ,         ^  . 

Perhaps  Dr.  Koop  could  elaborate  a  little  bit.  But  it  was  our  un- 
derstanding that  it  was  important  that  children  with  spina  bifida 
receive  medical  attention  immediately,  certainly  sooner  thaii  it  was 
administered;  and— correct  me  if  I'm  wrong— that  the  hospital,  the. 
original  hospital,  was  encouraging  surgery  but  the  parents  were 

originally  saying  no.  .       r  n       x  -n 

Ms.  DoTsON.  My  understanding  of  the  case  is  as  follows:  I  will 

look  again  in  my  report.  • 

The  baby  was  born,  in  fact,  according  to  every  record  that  1  have 
seen,  was  born  on  April  30.  Our  status  report  was  in  error  in  that 
we— I  believe  the  status  report  indicated  that  the  baby  was  born  in 
another  hospital.  The  baby  was  not  born  at  that  hospital,  but  w^ 
transported  within  hours  of  his  birth.  The  baby  was  transmitted, 
transferred,  rather,  from  there  to  a  third  hospital  on  May  1. 

Now  the  middle  hospital,  which  would  have  been  the  health  care 
provider  did  in  fact  as  best  we  can  determine  from  our  examina- 
tion of  the  records,  recommend  a  medical  correction  of  that  condi- 
tion They  recommended  surgery.  And  the  baby  in  fact  was  dis- 
charged or  transferred  from  that  hospital  against  medical  advice  to 
the  third  hospital.  ,      .   ,     ,  j  ^.u^ 

Now,  when  we  get  to  the  third  hospital,  when  we  examined  the 
facts,  we  find  that  the  third  hospital  with  great  dispatch  did  in  tact 
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notify  the  appropriate  State  agency,  so  the  State  agency  was  also 
involved  in  this  case. 

Now,  it's  my  understanding  that  the  baby  subsequently  did  re- 
ceive surgery,  I  think  about  3  or  4  weeks  after  he  was  transferred 
from  the  third  hospital  to  a  hospital  in  Chicago. 

It's  my  understanding,  also,  that  the  consultant  on  the  case  indi- 
cated that  the  care  which  the  child  had  received  at  the  third  hospi- 
tal was  entirely  appropriate  for  the  condition. 

I  believe  that  the  consultant  indicated  that  had  he  been,  as  I 
would  say,  in  charge,  and  had  he  had  the  opportunity  he  would 
have  preferred  to  operate  at  the  time  the  baby  was  born. 

Senator  Nickles.  I  wasn't  wanting  to  mention  the  hospitals' 
name.  Here,  again,  I  am  not  looking  to  put  any  black  eyes  on  any 
individuals  or  anything  else;  but  the  summary  of  this  case  is  the 
child  whose  parents  had  initially  said  we  do  not  want  treatment  or 
the  necessary  operation  for  spina  bifida,  did  relent,  I  guess,  or 
changed  their  mind,  or  the  Justice  Department's  intervention  did. 
The  operation  was  at  a  later  date  and  the  child  has  now  been 
adopted,  and  is  healthy. 

Is  that  correct? 

Ms.  DoTSON.  Yes;  it  is  my  understanding  that  the  parents,  after 
they  consulted  with  the  consultant  who  was  called  in  on  the  case, 
and  given  the  pros  and  cons  of  what  was  involved,  elected  to  give 
up  custody  of  the  baby  to  State  agencies.  Then  almost  siniulta- 
neously  that  baby  was  transferred  to  the  hospital  where  he  eventu- 
ally received  surgery. 

I  believe  that  the  baby  was  adopted  some  time  in  July. 

Senator  Nickles.  Just  a  final  comment:  Looking  at  the  statutory 
language  that  now  exists,  it  seems  to  me  like  section  504  is  ade- 
quate but  possibly  could. be^improved  upon  by  the  legislation  Sena- 
tor Denton  is  proposing. 

Originally,  when  I  first  began  looking  at  this  and  found  out  that 
it  was  happening  on  a  fairly  frequent  basis,  thought  we  might  need 
to  legislate  this  away.  But  in  looking  at  the  legislation  which  al- 
readv  exists,  it  seems  to  me  that  it's  adequate  on  the  books,  as  long 
as  its  enforced. 

And  so  let  me  again  say  I  think  it's  very,  very  important,  I  think 
you  have  a  large  responsibility  to  enforce  the  law.  I  compliment 
the  administration  for  trying  to  alert  institutions  that  this  b  on 
the  books  and  that  they  do  plan  on  enforcing  it. 

And  I  would  hope  that  your  office  would  certainly  cooperate  with 
the  administration  in  enforcing  it.  If  we're  going  to  reverse  current 
trends,  as  I  called  it,  I  think  it's  going  to  take  some  enforcement 
efforts  on  behalf  of  your  office  and  also  on  Department  of  Justice's, 
to  reverse  the  trend  and  to  see  that  it  doesn't  happen  in  the  future. 

Ms.  DoTSON.  Well,  my  office  is  entirely  committed  to  enforce- 
ment of  this  policy  and  certainly  ^I,  as  part  of  this  administration, 
am  personally  committed  to  it. 

Senator  Nickles.  Thank  you  very  much. 

Thank  you,  Mr.  Chairman. 

Senator  Denton.  Senator  Nickles,  before  I  ask  Senator  Grassley 
for  his  question,  I  would  inform^  you  that  a  copy  of  my  bill  is  in 
front  of  you;  and  your  staff  has  had  an  advance  copy;  and  I'll  be 
very  interested  in  the  comments  you  have  to  make. 
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It  is  a  stop  to  buttress  the  situation,  to  eliminate  such  questions 
as  the  national  incidence  of  child  abuse  and  neglect,  we  have  a  re- 
quirement that  there  be  a  study  and  that  they  investigate,  the  Na- 
tional Institute  of  Child  Abuse  and  Neglect,  including  a  determina- 
tion as  to  the  extent  to  which  incidence  of  child  abuse  and  neglect 
are  increasing  in  number  and  severity;  and  a  determination  of 
those  instances  of  child  abuse  and  neglect  which  involve  the  denial 
of  nutrition,  medically  indicated  treatment,  and  so  forth,  which  is 
one  of  the  questions  that  you  had  asked  of  Dr.  Koop. 

So  that  question  would  be  answered  by  this  law  as  a  require- 
ment.- It  also  requires  that  a  hospital  and  so  on  have  in  place 
throughout  the  State  within  2  years  after  the  effective  date  of  the 
Child  Abuse  Act,  procedures  to  be  followed  by  child  protective  serv- 
ice agencies,  health  care  facilities,  health  and  allied  medical  profes- 
sionals, and  other  agencies,  et  cetera,  to  insure  that  nutrition  and 
medically  indicated  treatment,  and  general  care,  and  appropriate 
social  services  are  provided  for  infants  at  risk  with  life-threatening 
congenital  impairments. 

In  other  words,  the  focus  is  in  more  narrowly  on  the  area  which 
seems  to  be  giving  the  most  problem  in  terms  of  grov^h  of  what 
could  be  considered  unfortunate  practices  as  mentioned  by  Dr. 
Koop,  none  when  he  started  and  quite  a  lot  of  them  now;  and  this 
is  the  majority  of  kinds  of  cases  being  addressed  in  this  bill. 

It  is  my  duty,  since- 1  have  this  under  my  jurisdiction,  to  reauth- 
orize the  act.  I've  tried  to  tighten  it  up  a  little,  and  would  welcome 
either  your  criticism  or  your  coming  aboard  to  cosponsor. 
Senator  Grassley.  i        o  ^ 

Senator  GrasSley.  Ms.  Dotson,  followmg  up  where  benator 
Nickles  left  off,  are  there  any  written  guidelines  or  standard  proce- 
dures that  are  issued  as  followup  regulations? 

In  other  words,  oncR  a  legitimate  phone  call  has  been  made,  for 
an  investigation,  is  there  a  written  policy  on  how  to  proceed? 

Ms.  Dotson.  There  are  internal  administrative  guidelines  that 
were  issued  to  cover  the  expedited  process  that  must  be  used  to 
deal  with  the  "Baby  Doe"  situations. 

It  is  an  expedited  process  of  what  we  ordinarily  do  to  investigate 
any  complaints  of  discrimination. 

Senator  Grassley.  Then  we  do  have  a  procedure  so  that  m  eacn 
case  there  could  be  a  precedent  set,  one  investigation  to  another? 
Ms.  Dotson.  Yes.  , 
Senator  Grassley.  In  regard  to  the  hotline,  and  you  ve  had  some 
seven  supposedly  legitimate  calls  that  would  require  followup;  have 
you  had  any  indication  that  the  hotline  is  used— or  I  should  say 
abused— by  irate  employees,  getting  even  with  somebody  else;  or 
even  with  the  doctor,  or  that  sort  of  thing?  . 

Ms.  Dotson.  We've  had  a  couple  of  calls  which  we  are  still  trymg 
to  establish  the  authenticity  of.  But  2  out  of  400,  I  would  be  reluc- 
tant to  say  it  was  being  utilized  for  that  purpose. 

I  believe  that  some  of  the  health  care  providers  and  some  of  the 
involved  State  agencies  have  taken  advantage  of  the  800  number  to 
call  us  and  ask  us  other  information  about  posters  and  the  regula- 
tions, r     1      1-       •    -LU  i. 

Senator  Grassley.  I  assume  that  the  purpose  of  a  hotline  is  that 
nobody  has  to  give  their  identity,  the  person  calling  in;  right? 
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Ms.  DoTSON.  Yes;  we  try,  however,  to  get  their  identity;' but  we 
are  bound  to  protect  their  confidentiality. 

Senator  Grassley.  In  seven  cases  that  have  called  for  investiga- 
tion, in  each  one  of  those  seven  cases  do  you  have  the  names  of  the 
persons  calling — I  realize  you  cannot  release  them— but  do  you 
have  the  names  of  the  seven  people,  of  the  seven  different  people 
who  called  in  to  tell  you  about  seven  instances  they  thought  should 
be  investigated? 

Ms.  DoTSON.  I  honestly  don't  recollect  whether— because  I've 
taken  some  calls  myself.  I  believe  there  ^ were  probably  about,  at 
least  three  were  not,  or  proved  to  be  false. 

Senator  Grassley.  All  right. 

Dr.  Koop,  I  was  going  to  ask  you  if  there  is  any  court  challenge 
to  this.  You  indicated  in  a  further  colloquy  here  that  there  is  al- 
ready a  court  challenge? 

Dr.  Koop.  Yes,  sir. 

Senator  Grassley.  Was  that  imnu  diately  instituted? 
Dr.  Koop.  It  was  rather  immediately  instituted,  and  the  hearing 
is  2  days  hence. 

Senator  Grassley.  That's  district  court,  Federal  district  court? 
Dr.  Koop.  Yes,  sir. 

Senator  Grassley.  Have  there  been.  Dr.  Koop,  any  public  state- 
ments by  any  institution— I  should  say  by  the  administrators  of 
any  institutions,  or  by  any  medical  personnel  who  have  simply  out- 
right said  that  they  weren't  going  to  abide  by  these  regulations? 

Dr.  Koop.  I  

Senator  Grassley.  I  suppose  one  might  assume  since  there  is  a 
case  in  court  that  such  defiance  had  to  take  place;  but  have  there 
been  any  overt  attempts  to  discredit  it,  even  in  a  passive  manner 
ignore  it? 

Dr.  Koop.  There  have  been  many  statements  about  how  this  is 
an  intrusion  into  the  practice  of  medicine,  which  I've  already  cov- 
ered; not  to  my  knowledge  has  anybody  said:  I  don't  care  what  the 
law  says,  I  m  not  going  to  abide  by  it.  And  that  includes  not  just 
what  I  ve  read  in  the  paper,  but  I've  been  on  the  road  an  awful  lot, 
and  I  encounter  the  hostility  of  the  people  to  regulations.  But  I 
haven't  had  anybody  say:  "We're  not  going  to  do  it. ' 

Senator  Grassley.  From  your  standpoint  as  a  spokesman  for  the 
administration  do  you  anticipate  there  will  be  a  very,  very  high 
degree  of  cooperation  with  the  regulation?  Is  that  your  anticipa- 
tion? 

Dr.  Koop.  My  prophecy,  sir,  would  be  that  we  would  have  black 
and  white  instead  of  gray,  and  that  just  the  presence  of  this  regula- 
tion will  do  an  awful  lot  to  sharpen  up  the  things  we  are  concerned 
about. 

I  can  tell  you  that  at  one  institution  I  visited  recently,  I  was  told 
sub  rosa  that  just  because  regulations  are  in  place,  a  lot  of  atti- 
tudes had  sharpened;  people  knew  where  they  stood,  they  were  not 
uncertain  any  more. 

Senator  Grassley.  I  assume  that  we  have  a  small  percentage  of 
hospitals  in  the  United  States  that  don't  receive  any  Federal  funds, 
and,  hence,  are  not  covered  by  the  regulations.  l3o  you  have  any 
indication  from  those,  that  even  though  they  are  not  covered  by 
regulations,  bound  by  it,  that  they  might  adhere  to  it  anyway? 
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Dr.  Koop.  I.  have  no  such  hard  information,  but  I  would  suspect 
that  peer  pressure  wouM  come  to  bear  on  that.  ^  ^  i    u  - 

Senator  Grassley.  Would  this  be  less  than  5  percent  of  the  hospi- 
tals whieh  receive  no  Federal  funds  and  hence  are  not  covered  by 

the  regulations?  x  m   ^-       r  4. 

Ms  DoTSON  I  just  really  don't  know.  The  distribution  of  posters 
and  the  regulations  was  to  health  care  providers  who  were  receiv- 
ing some  type  of  Federal  financial  assistance  as  of  December  lyb^. 

And  I  just  don't  have  any  idea  of  the  other  numbers. 

Senator  Grassley.  Mr.  Chairman,  I  have  no  more  questions.  ^ 

I  assume  the  record  will  be  left  open  so  we  may  submit  questions 
later  in  writing  to  Dr.  Koop?  o     i.    i-i  i 

Senator  Denton.  The  record  will  be  held  open,  Senator  Urassley, 
as  customarily,  for  that  purpose;  and  before  thanking  you  and 
before  you  depart,  I  would  place  you  both  on  notice  that  you  may 
receive  further  written  questions;  and  ask  that  you  try  to  return 
them  to  us  answered  within  10  days. 

I  myself,  would  base  those  questions,  if  any,  upon  testimony  that 
we 'will  receive  from  the  other  witnesses  which  raise  those  ques- 
tions in  my  mind. 

I  want  to  thank  you  very  much.  Dr.  Koop. 

Senator  Nickles.  Mr.  Chairman.        ^        u  j 

Senator  Denton.  You  have  a  question?  yo  ahead. 

Senator  Nickles.  I  thought  enforcement  of  504  had  not  been  very 
strong  in  the  past;  has  there  been  any  investigations  into  alleged 
withholding  of  treatment  for  handicapped  infants  under  pnor  ad- 
ministrations under  that  section  of  the  law?  ' 
Ms.  DoTSON.  1  don't  know. 

Senator  Nickles.  Would  you  find  that  out  for  ust 

Ms  DoTsON.  You  want  to  know  whether   .  u 

Senator  Nickles.  Whether  there  have  been  any  investigations  by 

your  office  or  by  the  Justice  Department  into  infanticide  cases 

under  section  504  previous  to  this  administration? 
Ms.  DoTSON.  Investigations?  Tm  sorry.  I  am  sure  there  have  been 

'""SatSNi^  Could  you  give  us  the  number  and  whether 
there  actually  has  been  any  enforcement  of  this  section  inyolyed, 
and  what  that  enforcement  in  numbers  has  been  previous  to  this 
administration?. 

Thank  you  very  much.  ,  ^  i 

Senator  Denton.  Again,  Dr.  Koop  and  Ms.  Dotson,  thank  you 
very  much  for  your  informative  testimony  and  your  responses 
which  will  be  of  great  value  to  the  file  on  this  matter. 

We  will  ask  the  next  panel  to  step  forward. 

Senator  Denton.  There  will  be  two  physicians  and  two  experts 
on  medical  ethics  on  our  second  panel.  The  physicians  are  Dr. 
George  Little,  a  neonatologist  representing  the  American  Academy 
of  Pediatrics;  and  Dr.  David  McLone,  chief  of  pediatric  neurosur- 
gery at  Chicago's  Children's  Memorial  Hospital,  and  an  expert  on 

*  bifida 

^^The  two  ethicists  are  Father  John  J.  Paris,  S.J.,  and  Dr,  Paul 
Ramsey.  Father  Paris  is  an  associate  professor  of  social  ethics  at 
Holy  Cross  College  in  Worcester,  Mass.,  and  was  a  consultant  to 
the  President's  Commission  on  Biomedical  Ethics.  Dr.  Paul  Ramsey 
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is  Harrin^4on  Spear  Paine  professor  of  religion,  emeritus,  Prince- 
ton University,  and  th(»  author  of  several  books  on  medical  ethics. 

I  might  add  that  with  the  exception  of  Dr.  Little,  the  panel  is 
representing  their  own  views  and  not  those  of  any  university  or  or- 
ganization. 

I  would  ask  the  panel  to  try  to  restrict  your  oral  testimony  in 
terms  of  formal  statement  to  10  minutes  each;  your  entire  written 
statements  will  be  entered  in  the  record. 

The  previous  two  witnesses  did  observe  the  time  limitation. 

I  want  to  welcome  all  four  of  you  gentlemen.  Thank  you  very 
much, 

STATEMENTS  OF  GEORGE  A.  LITTLE.  M.D.,  AMERICAN  ACADEMY 
OF  PEDIATRICS;  DR.  DAVID  McLONE,  PEDIATRIC  NEUROSUR- 
GEON,  CHILDREN'S  MEMORIAL  HOSPITAL,  CHICAGO,  ILL.; 
FATHER  JOHN  .1.  PARIS,  SJ.,  ASSOCIATE  PROFESSOR  OF 
SOCIAL  ETHICS,  HOLY  CROSS  COLLEGE;  AND  DR.  PAUL 
RAMSEY,  PROFESSOR  OF  RELIGION,  PRINCETON  UNIVERSITY, 
A  PANEL 

Dr.  Little.  Thank  you. 

What  I  would  like  to  do  is  to  paraphrase  the  written  remarks 
which  are  in  the  body  of  material  passed  out.  My  understanding  is 
that  that-— it's  permissible?  I'm  a  little  bit  unfamiliar  with  those 
procedures  here  today.  But  I  welcome  the  opportunity  to  be  here. 

I  represent  the  Academy  of  Pediatrics.  I  am  chairman  of  the  de- 
partment of  internal  and  child  health  at  Dartmouth  Medical 
School,  which  has  obstetrics,  pediatrics,  genetic  services,  and  so 
forth  in  it.  I'm  a  practicing  pediatrician  and  neonatologist. 

Let  me  go  through  the  statement  just  by  the  points  that  are  enu- 
merated in  the  written  statement  in  your  material  and  make  a  few 
comments  on  those,  and  move  on  to  some  other  statements. 

No.  1,  the  rule  in  the  Federal  Register  violates  physician's' and 
hospitals'  ability  to  exercise  professional  medical  judgment  in  the 
best  interests  of  their  patients. 

The  process  outlined  in  the  new  Federal  rule  is  poorly  defined 
and,  more  importantly,  without  precedent.  In  no  other  area  of 
medical  practice  has  this  type  of  intrusive  procedure  been  em- 
ployed or  proposed. 

It  really  creates  an  adversarial  process  between  physicians, 
health-care  providers,  and  their  patients. 

Point  2,  the  r  ule  is  excessively  vague  and  simplistic. 

HHS  insists  in  its  rulings  that  infaiiis  receive  customary  medical 
care,  this  phrase  does  not  have  a  clear  meaning,  not  only  to  those 
of  us  who  are  physicians,  neonatologists,  nurses,  and  other  health- 
care providers,  but  it's  apparent  that  it  really  doesn't  have  a  clear 
meaning  within  the  Department,  itself,  which  has  failed  to  define 
it  or  to  establish  guidelines. 

The  simplistic  ruling  does  not  recognize  the  complexity  and  deli- 
cacy of  serious  illness  in  newborns.  The  ruling  implies  that  deci- 
sions regarding  dealing  in  customar}'  medical  care  should  be  han- 
dled independently  of  the  actual  handicap;  and  as  a  physician  I 
just  want  to  point  out  you've  got  to  deal  with  and  treat  the  whole 
human  being. 
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The  rule  is  equally  vague  about  the  definition  of  a  handicap: 
Is  an  infant  weighing  less  than  750  grams,  or  Vh  Pounds  a 
handicapped  infant?  Some  people  would  argue  yes;  and  other 
people  would  argue  no.  There  really  has  got  to  be^  additional 
thought  given  to  this  concept  of  just  what  is  the  newborn  handi- 
capped, without  hurried  application  of  rules. 

The  rule  attempts  to  make  a  specific  point  about  nutrition,  but, 
unfortunately,  the  term  does  not  have  a  simple  meaning  to  the  • 
health  care  professional.  To  those  familiar  with  care  of  the  new- 
born, there  are  many  ways  to  provide  nutrition:  through  oral  feed- 
ings, tube  feedings  into  the  stomach  or  intestine,  or  tube  feedings 
into  the  vascular  space.  .        .  ,. 

It  is  possible,  for  example,  to  keep  a  chiM  with  no  intestine  alive 
and  growing  over  the  short  term.  Eventually,  however,  most  devel- 
op chronic  and  very,  very  severe  complications.  The  medical  profes- 
sion and  society  is  grappling  with  this  issue  of  total  parenteral 
fending,  that  is,  feeding  through  intervenous  channels  or  the  vascu- 
lar ted.  The  answers  are  simply  not  yet  available. 

Point     the  rule  is  disruptive  to  hospital-patient  relationships. 

Putting  up  these  signs,  conspicuous  signs,  throughout  the  hospi--  . 
til  concerning  failure  to  feed  handicapped  infants  or  provide  cus- 
tomary r^edifai  care  implies  distrust  of  the  hospital  in  the  deci- 
sions of  all  health  care  professionals. 

This  mechanism  imposes  Government  intervention  and  wilLtrig- 
ger  confusion  in  the  minds  of  parents  already  in  a  highly  stressful 

^^'^Poinr^  the  rule  violates  basic  confidentiality  guarantees. 

Confidentiality  is  an  essential  component  or  relationship  among 
health  care  teams,  parents  and  other  interested  parties  involved  in 

''LTme'simSfadd  in  here  something  I  wasn't  going  to  say-but 
I  think  the  testimony  that  you  heard  a  few  minutes  ago  is  good  evi- 
denc"  of  what  many  of  our  concerns  are:  , 

If  I  heard  correctly,  a  hospital  name  and  a  patient  name  was 

"^AndTspend  a  tremendous  amount  of  time  in  my  teaching  of 
medical  students  and  nursing  students  nurses,  and  so  forth  to  try 
to  guarantee  confidentiality.  And  yet,  today,  in  a  body  of  very  expe- 
rienced- people  and  so  forth,  we  heard  this  problem  with  confiden- 

''t?ntrfn^?p'i^p°rL'ei:srof  the  role  of  child  protection  agencies 
in  this  issue.  Contrary  to  the  suggestion  of  the  rule,  child  abuse 
Lnd  negfect  is  not  a  parallel  issue  to  concerns  about  handicapped 

''^ChilTabuse  and  neglect  situations  involve  health  care  providers 
who  willingly  recognize  their  obligation  under  existing  law  to 
Report  s  Sns  They  support  institutional  processes  through 
which  the  health  care  establishment  detects  abuse  and  neglect,  and 

'"po?n?6°th?^uiemaking  -process  and  mechanisms  of  the  rule 
reairhavelerious  problems  both  in  the  way  in  which  the  rule  was 

^'^^^f^^^^'^Sl^^'^r.'^  allow  for  the  60  days  of  public 
comment  through  May  6,  et  cetera. 
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The  Acadeniy  of  I\»diatrics  objecLs  strongly  to  the  hotline  x/ian- 
dated  by  the  rule.  Visitors  to  the  intensive  care  unit  who  may  not 
in  any  way  be  involved  in  the  care  of  a  particular  child  may  report 
situations.' 

One  example  of  a  misinterpretaLion  which  might  occur  involved 
the  sign  on  a  basinett'^  reading  "NPO"— meaning  "nothing  by 
mouth/' 

^  And  I'll  diverge  again  here  because  I  saw  the  ciip  from  t.iat  film. 
"NPO"  is  an  important  designati'^n  with  some  children.  There  may 
be  medical  or  surgical  contraindications  to  do  something  by  mouth. 

Now,  if  a  situation  arises  and  the  hotline  is  employed  it's  possi- 
ble to  try  to  diffuse  an  initial  situation;  out  how  do  you  take  .are  of 
the  inconvenience,  stress,  and  bad  public  relations  which  emanate- 
upon  investigation  which  may  have  originated  from  an  unrcliaole 
or  unreputable  source?  . 

The  rule  is  untimely,  it's  cumbersome;  it's  untried. 

Point  7.  Meallh  and  H^man  Services  has  not  identified  or  inves- 
tigated the  problem  to  be  addressed. 

It's  not  produced  any  direct  evidence  of  epidemic,  inappropriate 
treatment  of  severely  ill  newborns.  Indeed,  retrospective  compli- 
ance reviews  have  apparently  found  all  facilities  to  Jbe  in  compli- 
ance with  section  504. 

Now,  this  isn't  to  minimize  the  fact  that  one  inappropriate  death 
is  wrong;  but  the  fact  is^that  there  has  not  been  an  objective  data 
bpse  for  the  application  of  a  hurried  rule. 

And  I  think  we've  heard  today  that  there  seems  to  be  a  lack  of 
production  of  an  objective  data  base. 

I  think  that  other  authorities  besides  myself  would  at  least  like 
to  get  in  the  situation  of*  combing  the  literature  and  discussing 
with  Dr.  Koop  openly  his  concerns  about  trend  of  data 

Data  is  available:  Reviews  of  vital  statistics  and  so  forth  can  be 
made  which  have  causes  of  death  on  them,  and  so  fortWand  so  cn. 
And  I  think  we. need  to 'at  least  question  whether  Dr.  Koop's  per- 
fectly legitimate  and  authoritative  observation  is  in  fact  correct. 

Now,  having  made  these  points,  let  me  move  on  to  the  concern 
that  is  most  central  gnd  profound  of  the  issues  being  addressed: 

That  really  is  the  issue  of  how  do  we  provide  newborn  care  to  all 
sick  newborns,  or  all  newborns  including  the  severely  ill?  ^ 

There  has  been  a  report  from  the  President's  Commission  on 
BioeLhics,  after  lengthy  study  and  investigation;  they  came  up.  with 
some  principles  and  problems  and  enumerated  those. 

Two  problems  do  occur:  One,  parents  occasionally  receive  outdat- 
ed and/or  incomplete  information,  and  this  limits  their  capacity  to 
act  as  a  surrogate  decisionmaker;  and, 

Two,  in  what  appears  to  be'^a  limited  number  of  cases,  inappro- 
priate decisions  are  being'  made  without  triggering  a  careful  re- 
evaluation.        .  *  , 

Now,  the  Commissiol)^  has  made  some  specific  recommendations 
for  review  boards,  multidisciplinary  review  boards — clergy,  physi- 
cians, parents,  laymen,  et  cetera— and  there's  a  process,  one  they 
recomrnended: 

Verify  the  best  information  is  being  used;  confirm  the  propriety 
of  the  derision  and  the  range  of  discretion  that  the  parents  em- 
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ployed  is  appropriate;  resolve  disputes  among  those  involved  in  the 
decision;  and  refer  appropriate  cases  to  public  agencies 

There  are  review  mechanisms  which  already  exist  n  hospitals. 

Now  the  Commission  has  reported  that  difficult  decisions  usual- 
ly involve  two  categories  of  infants,  the  very  low  birth  rate  prema- 
ture and  thoL  babies  similar  to  the  "Baby  Doe"  situation 

The  Commission  has  found  that  hospitals,  most  hospitals,  follow 

''f  r^iS  rs'K?eTy'withheld  when  there  is  a  medical  consensus 
''Zo'pSSb?;  few 'endeavors  are  considered  not  to  be  legally 
-d'&tS^^^^^^-^^o  don't  fan  into  a 

nrtLrob\»^^^^^^^ 

resnonsibility  to  the  Federal  Government.  . 

K?w  we're  here  loday  to  discuss  the  issue  of  reauthorization  of 
rhUd  abuse  programs.  The  Academy  of  Pediatncs  is  extremely  sup- 
portive of  that,  and  will  submit  testimony  for  that  record 

However  lumping  thaf  issue  of  treatment  of  severely  ill  new- 
boms  in  our  estimation,  and  my  own  personal  estimation,  is  really 

^  rStio^  thf^a"  about  the  Poter^.f^ 

on  existing  child  abuse  and  neglect  programs  and  resources  if  they 
arp  Hivprtpd  to  another  area. 

^lince  the  rule  has  gone  into  effect  we've  begun  to  receive  anec^ 
dotal  information;  we  don't  have  in  a  short  time  frame-but  there 
arP  cas"s  that  apparently  have  occurred  where  the  care  ot  a  oaoy 
oJ  the  we  fare  of  a  family  has  been  disrupted  Th^^se  occurred  on  , 
?L  We^t  CoLt.  They  occurred  in  New  England-concerns  and 
problems  about  morale  and  infants  and  so  forth.  ,  . 

Let  me  just  finish  up-I  see  the  red  light  is  on,  but  if  I  could  just 

"?'m  yinftoTv'rS'f^om' what's  in  the  prepared  comment,  and 

'''TSr'e1s\'p°rolS^m.Tre  medical  profession  has  known  about  it 
for  sorSe  time.  In  fact  it's  written  about  And  it^  ^fpedTa  Ss 
about  in  the  Academy  of  Pediatrics  official  J.""/"^],  f^f^^?'^^^^^^^ 

Tt'<;  Freat  that  this  prob  em  is  finally  coming  out  into  broader 
consenlus  and  is  rJ?eiv?ng  broader  attention.  Members  of  the  medi- 
nal  orofession  haveOeen  try  ng  to  do  that  for  some  time. 

T^e  Scult7r^^^^  very  hard  to  get  a  handle  on  this  problem;  it 
has  different  meanings  to  different  people.  ^-  „  „f  UnnHi 

The  Academy  of  Pediatrics  is  extremely  supportive  of  handi- 
capped TndSals'  rights,  including  the  adoption  of  handicapped 
individuals.  There's  a  committee  on  adoption  and  so  forth 

The  oroblem  is  that  first  of  all  we  get  involved  in  the  issue 
you^re  So?  suji^csed  to  do  harm.  That's  what  health  care  provision 

"i'petrnally  feel,  and  the  Academy  P^drntn^^^ 

i;MoUie?  ifcrn^iSwSf  brha?SuriL'  ^^^^ 

to  b^  "  armful  S  health  care  professionals;  and  it's  going  to  be 
harmful  t?  community-responsive  institutions  such  as  hospitals, 
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most  of  whom  have  public  boards  of  trust  and  boards  of  trustees 
who  vouch  for  hospitals  in  most  communities. 

Now,  there  is  a  parallel  issue.  Ten  or  so  years  ago  whenever  it 
was  the  issue  came  up  about  biomedical  research.  That  involved 
medical  processes.  That  involved  ethical  problems.  That  involved 
surrogate  decisionmaking.  That  involved  civil  rights. 

At  'that  time  a  responsible,  aggressive,  academic,  private,  profes- 
sional and  Government  initiative  came  underway  and  local  institu- 
tional review  boards  are  now  present  in  all  academic-medical  cen- 
ters and  so  forth  in  this  country  to  permeate  the  medical  establish- 
ment. 

To  the  best  of  my  knowledge  as  an  academic  chairman  I  would 
like  to  state  that  I  think  that  issue  was  handled,  and  handled  well. 

The  Academy  of  Pediatrics  is  disappointed  and  I'm  personally 
disappointed  that  higher  expectations  of  a  past  good  track  record 
between  Government  agencies.  Health  and  Human  Services,  to  get 
together  and  discuss  issues  and  come  up  with  game  plans  were  not 
followed  in  this  specific  instance. 

We  need  to  stop  being  defensive,  emotional,  nonconstructive 
about  this,  and  get  together  along  the  lines  of  a  cooperative  effort, 
and  deal  with  a  very  real  problem  in  American  medicine. 

[The  prepared  statement  of  Dr.  Little  follows:] 
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I'KKrAHKi)  Statfmknt  c,k  (Ikokck  AAatvlk,  M.D.,  F.A.A.P.,  on  Rf:AUTHORiZATiON  of 

Tm    rmu?^  I>UKVKNTK,N    ANh   TkKATMENT   AND   ADOPTION    ReFORM  ACT, 

Tkkatino  Skvekely  III  Newkokmh 

T-..-  A".--r-i  ;  in  fv  ■i  l'-ny  nC  Pci iat!-i cn »  an  organization  of  more  than  2S,000  pedia- 
iriri  tf/:.  t.o  improvin^:  the  health  and  welfare  of  our  nation's  infants, 

v';Mr--ri   u.  !  'i  ioU'v.n^'n:  n ,  wolocrr.es  the  opportunity  to  appear  here  today  to 
:-.  -.'Vi:r.  wivh  you  thi:i  e\o:\l  nMn;iitLvo  and  complex  issue.    Severely  ill  newborna 
>i.:a»:rv'.-  ovf-ry  pnnnihl'f  protoor.ion,  and  to  that -end  physicians  continue  close 
-■on:rir,/.tionn  with  r.inilL'^n  involved  an  well  as  with  hospital  and  corainunity 
r..pr';.'.o:aaMv.?j.     Alw-iy:j  Vao.  prenumptton  is  in  favor  of  life  —  and  that  pre- 
ri'jrr.ption  Ir.  te:np»^rf«d  only  by  hoalth  care  providers'  personal  and  professional 
ilc-dlc  r.ion,  within  le^il  and  nthical  guidelines,  to  reduce  pain  and  suffering. 

T^f  A-id.?my  atrongly  support;^  and  defends  Section  50U  of  the  Rehabilitation  Act. 
!•   liuilarly  supporta  the  stated  lnt(2nt  of  the  so-called  "Baby  Doe"  rule  recent- 
ly promjlg^ted  by  th»:  Department  of  Health  and  Human  Services  (HHS):    that  no 
inrariT    Ls'to  be  discriminated  against  on  the  basis  of  a  handicap.    But,  to  be 
-.uro    ^he  Inau^*  before  us  now  Is  not  discrimination  against  handicapped  infants 
I-  it.  in'rather  the  definition  of  appropriate  care  for  severely  ill  newborns,  an 
ir.r.uf;  with  profoundly  far-reaching  medical,  ethical,  social  and  legal  implica- 
LLcnn. 

The  ir/.'-rim  final  mlo  proponed  by  HHS,  although  well-meaning,  is  a  simplistic, 
arbit.rMry  and  itr.prud»?nt  mechanism  which,  for  the  following  reasons,  will  Impact 
d.ir.gorously  on  the  care  of  severely  ill  newborns, 

I    The  rule  violates  physicians'  and  hospitals'  abilities  to  exercise  pro- 
fessional medical  .judgment  in  the  best  interests  of  their- patients. 

Thn  profMidureo  required  t.y  th^  rule  are  contrary  to  most  medical  and  ethical 
op^ni'vir:  on  how  to  addresr.  problems  Involving  handicapped  newborn  children  in 
t:!i.*  ftrii'.-d  r>latea.  ,  All  health  care  providers  are  increasingly  aware  of  the  fact 
that  'Childbirth  is  an  important  physical  and  emotional  process,  but  more  par- 
M:-Jlarly  that  the  presence  of  a  problem  in  pregnancy  —  whether  a  stillbirth,  a 
nowr;./rn  death,  or  a  deformed  or  otherwise  sick  infant  —  is  an  extremely  stress- 
r-jl  ovent.    The  standard  procedure  in  our  country  is  to  respect  parental  and 
r-hild  c^onfldences  and  to  work:  with  parents  in  arriving  at  difficult  decisions 
rcgnr-Mng  cire  alternatives.    This  process  may  take  days  or  weeks  and  usually 
Inv-olvo-Zother  parties,  rsuch  as  mnmbers  of  the  nursing  profession  or  clergy, 
-.orial  workers,  trusted  friends  and  others,  working  in  a  collaborative  rela- 
tlon'ihip.    Sensitive  consideration  i3  required;  the  process  can  be  disrupted 
easily  by  Inappropriate  prejudicial  interventions,  with  directly  resulting  harm 
to  tho  infant,  and  indirectly  -^o  to  parents  and  family.  ^.  ^ 

The  process  as  outlined  in  tho  new  federal  rule  is  poorly  defined  and  without 
precedent.     In  no  other  areas  of  medical  practice  has  this  type  of  intrusive 
procr.dure  been  enploy'ed  or  proposed.    There  is  nothing  voluntary  about  it.  This 
rule  would  create  an  adversarial  process  between  physicians  or  health  care  pro- 
vi(^-r-  and  parents,  while  federal  authorities  make  medical  decisions  on  the 
tr^atmont  of  handicapped  infants.    A  physician  literally  may  be  forced  to  pro- 
vide medical  care  or  change  a  course  of  treatment  for  an  infant  out  of  fear  of 
an  enforcement  action  by  the  federal  government. 

TS.  eonplexlty  of  and  continuing  controversy  surrounding  issues  such  as  parent- 
or-a  nutrition  or  the  use  of  life-support  mechanisms  mean  physicians  today  still 
must  m-ikp  judgments  on  the  best  available  facts  and  bases  of  knowledge.    As  a 
'^onseniionco,  individual  physicians  Inevitably  may  differ  on  what  is  the  best 

I  of  notion  for  an  individual  child.    This  is  true  in  the  practice  of  any 
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\  age  group  in  nedicine,  but  it  la  eapecially  true  In  the  evolving  subspeclallty 
\  of  neonatology. 

11    The  rule  I3  excessively  vague  and  slmpllatlc. 

HHS  InrAfils  under  Its  new  rule  that  Infants  receive  "customary  medical  care  "  a 
phrasf?  whose  meaning  in  considered  murky  not  only  by  physicians,  but  by  the' 
departiient  itself,  which  has  failed  to  define  It  further  or  establish  gulde- 
liner:.    Jn  fact,  each  cane  involving  a  severely  111  newborn  Is  unique,  and  muat 
bo  ^ir.:xfi:^;ir>(i  on  its  meritn.    This  is  not  to  suggest  .that  the  specific  procedures 
or  approac\h«:}  uaed  to  determine  such  care  are  different  from  those  employed  to 
fi-t.-'rfTiinrr  ^rire  for  a  "normal"  infant,  but  that  other  considerations  which 
necu:::-..irily  emorge  regarding  care  alternatives  are  more  complicated  and  dell- 
cat  0, 

HMn,   I  w.nt.ibly,   f:iiln  to  recognize  that  reality.     Its  rule  Implies  that  deci- 
r.ior.'A  nig.irding  thft  feeding  of  aad  customary  medical  care  for  Infants  with  han- 
rlicap'i  nhould  be  made  independently  of  the  actual  handicap.    This  separation  of 
problon,3  creates  the  potential  for  Inappropriate  medical  care.    For  many 
infantn,  trie  nature  of  their  handicap  is  part  of  their  medical  condition,  and 
muM.  be  connidered  in  formulating  arj  optimal  treatment  program.    For  example,  an 
Infant  with  severe  congenital  heart  disease,  resulting  In  congestive  heart 
failure  an-J  might  also  have  a  bowel  obstruction.    The  best  medical  plan  might 
nocesnitate  postponement  of  nurglcal  Intervention  for  the  bowel  obstruction  and 
Umit-Ttion  of  flui'd  admini.itration  because  of  the  cardiac  handicap.    To  do 
otherwise  could  rfcsult  in  death.    An  Individual  without  complete  medical  infor- 
mation and  understanding  of  this  Information  could  be  misled  into  considering 
this  treatment  plan  as  an  example  of  discrimination  based  on  the  handicap  of 
severe  congenital  heart  disease. 

The  rule  chooses  to  allow  government  Investigators  (rather  than  the  medical 
team,  parents  and  potentially  the  courts)  to  decide  "customary  medical  care." 
If  the  interpretation  is  limited  to  support  of  the  comfort  and  well-being  of  the 
infants,  we  -would  not  quarrel  with  the  ruling..   But  If  the  government  Interpre- 
tation include:?  the  use  of  all  medical,  surgical  and  life-support  mechanisms 
that  ire  technically  ponrjiblo,  regardless  of  the  likelihood  of  ultimate  success, 
then  we  disagree.     It  i:j  doubtful,  to  say  the  least,  that  even  the  best- 
intentionert  federal  bureaucracy  could  serve  these  stricken  Infants  better  than 
the  local,  experienced  profeMsiorialn  who  deliver  Intensive  care  to  newborns. 

The  rule  i.-j  equally  vague  regarding  the  definition  of  a  handicap.     Is  an  infant 
weiKhini:  Uvsr.  than  7^0  gran.-:  fi:  pounrir.)  a  handicapped  Infant?    Some  would  argue 
yr.r,;  ;;.'.no  no.     In  an  infint  wit.h  an  intracranial  hemorrhage,  bowel  perforation 
;jnfl  r-':;fiir.-itory  failure  (-til   -trji-tr  <-on*iitions  occurring  after  birth)  a  han- 

J  i  r:ip;;<j!l  infant? 

If, a  handicap  in  con:it.rur.,j  to  include  extreme  conditions  such  as  a  massive 
eeret.r.'W  hemorrhage,  or  an  anencephaly.  It  will  strip  discretion  from  doctors 
.uul  finilien  with  renpvct  to  continuing  or  discontinuing  life-support  systems. 
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Po^.nti-U  -xl3t3  in  tho  rule  for  indefinite  prolongation  of  fiitile  life  support 
^irv,  ,ttendnnt  pain  and  nuffering  of  the  patient  and  the  family,  misuse  of 
aoar^'o  and  vital  medical  resources  and  enormous  expense  to  the  community, 
indeed,  after  an  exhaustive  three-year  study, the  President's  Commission  on 
Bioethlcn  nubmits  it  is  legally  and  ethically  Justifiable  not  to  provide  clearly 
futilo  therapies  to  an  infant. 

T^iP  rjlo  attempts  to  make  a  specific  point  about  nutrition,  but  unfortunately 
that  term  doea  not  have  a  simple  meaning  to  health  P^^^^^'i^"^^^- 
fmili.ir  with  the  care  of  the  newborn  there  are  many  ways  to  provide  nutrition. 
It  can       done  through  oral  feedings,  through  tube  feedings  into  the  Intestine, 
or  through  feedings  into  the  vascular  space.    In  fact,  today  it  is  possible  to 

Child  with  little  or  no  Intestine  survive  and  jjVow  for  a  period  of  weeks 
or  months  using  parenteral  feedings.    However    many  suCh  infanta  e-e"tually 
develoD  severe  chronic  complications.    The  medical  professionals  and  society  is 
grappling  with  this  issue  of  total  parenteral  nutrition  but  the  answers  are  not 
available. 

Medical  care  ir  a  neonatal  Intensive  care  unit  is  continually  evolving.    As  new 
med  ca    findings  are  reported,  technology  is  developed  and  experence  is 
standards  of  care  are  modified  rapidly  and  often.    There  are  also  legitimately 
dif?pring  views  of  the  appropriate  treatment  for  the  same  ^o"^^'^^^"-  . 
eiLple.  an  infa:,t  with  frequent  and  prolonged  apneic  «P^»<^",^"^^^,^^','^"^*' 
trr^eihanical  respirator  by  some  neonatologists     O^^*'" J?"*^^^/^^,?-^^,^:^^ 
neonatologists,  concerned  with  the  long-term  problems  associated  with  respirator 
therapy,  and  having  sufficient  personnel,  would  recommend  that  someone  ^^^y  ''"^ 
he  infint  continuously,  and  stimulate  the  baby  by  touch  or  movement  every  time, 
he/she  ceases  to  breathe.    Depending  on  the  orientation  J^^^ 
sician,  either  approach  could  be  considered  as  non-optimal  and  discriminatory 
toward  an  infant  who  is  handicapped. 

How  would  non-medical  HHS  investigators,  dent  to  a  *'°=P^'^^1  °"  ^^^.''"i'  "^t*" 
.  anonymous  telephone  tip,  understand  what  treatments        ^PP^P^^^^^^"'  "^f.^e 
treatments  are  not?    How,  for  example,  couid  they  be  "P"^?^-^°  "^"^ 
controversy  a3  to  whether  closure  of  a  spinal  defect  in  an  infant  with  assG- 
c^ated  hydrocephalus  should  be  appropriately  delayed  until         Problem  of  the 
hydrocephalus  has  been  corrected?    Placing  non-medical  ^""""8^^°"-^"^°  '  „ 
^.nLtal  Intensive  care  unit  to  study  such  cases  presumes  that  they  have  b.en 
"ra  n      1    a^d  revived  guidance  in  'i^'-ly  technical  areas  of  medicin.  .urg.ry 
and  bloethlcs,  and  we  are  not  aware  that  any  sucn  guidelines  now  exist  Medical 
investigators  night  legitimately  differ  but  ne^^f^^^^^^^  ^ifi  ^ecru^t  them? 
assume  that  medical  investigators  will  be  non  biased?    Vfho  will  recruit  cnemr 

A  non-profe3slonal  concept  of  appropriate  care  might  be  that  maximal  treatment 
1.,  optJLal  care.    This  regulation  itself  could  give  that  impression,  and  thua  do 
a  disservice  to  some  handicapped  infants. 

TTT    The  rule  is  disruptive  to  hoapital-paM relationahipa. 


61 


55 


The  very  presence  of  conspicuous  ^i^ns  throughout  a  hospital  concerning  failure 
to  feed  handicapped  infantn  or  provide  customary  medical  care  will  n*.cessarily 
give  rise  to  the  inference  that  physicians  practicing  there  engage  in  thp 
described  activities.  o  o  i.n. 

The  mandatory  posting  of  notice  regarding  the  HHS  regulation  and  putting  up  a 
Baby  Doe  Hotline^  number  imply  a  distrust  of  physicians  and  of  the  decisions 
of  all  health  professionals.    It  imposes  governnental  intervention  in  an  area 
where  the  unique  expertise  of  the  health  professional  combined  with  the  con- 
sidered  sentiment  of  the  family  and  local  advisors  is  the  only  appropriate  input 
in  these  highly  sensitive,  painful  and  difficult  decisions. 

Posters  placed  in  the  nursery,  the  emergency  rooms,  and  other  areas  of  hospitals 
will  trigger  confusion  in  the  minds  of  parents  who  are  already  in  a  highly 
stressful  situation.    Parents  of  the  critically  ill  newborn  often  will  go 
through  the  classical  stages  of  depression,  denial,  hostility  and  anger  A 
poster^uggesting  to  them  that  the  hospital  is  not  doing  everything  possible  to 
treat  their  baby  can  only  foster  further  feelings  of  guilt  and  hostility  toward 
the  ntaff.    Such  an  unfair  suggestion  that  the  hospital  care  given  is  not  in  the 
bent  interest  of  these  children  is  totally  unacceptable,  untenable  and  unjust- 
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The  rule  violates  basic  confidentiality  guarantees. 


Thin  rule  will  place  undue  and  disruptive  pressure  upon  the  relationship  among 
members  of  th.;  health  care  team,  parents,  and  other  interested  parties  involved 
with  a  specific.. case  concerning  a  handicapped  infant.    That  relationship  must 
remain  fiduciary  and  have  guarantees  of  confidentiality.    A  reporting  and 
inveLftigation  process  entailing  the  intervention  of  ill-defined  poorly- 
structured  procedures  could  be  deleterious  to  all  parties,  including  the  infant.. 

The  Issue  of  confidentiality  of  medical  records  is  completely  unaddressed  in  the 
rule.    Hospital. records  and  the  discussions  between  the  health  care  profes- 
sional, i.e.,  the  pediatriclc-in,  and  the  parents  about  the  well-being  of  a  child 
are  considered  to  be  privileged  and  highly  confidential.    Such  trusts  might  be 
violated  by  responding  to  telephone  inquiries  from  federal  investigators.  A 
great  deal  of  effort  currently  is  devoted  by  individual  providers,  hospitals  and 
academic  institutions  to  guaranteeing  confidentiality  of  hospital  records. 
There  in  no  provision  in  the  new  federal  rule  to  guarantee  this  confidentiality 
and  v;e  are  concerned  that  inevitable  disclosure,  formal  or  informal,  might 
occur,  with  gn«at  harm  in  the .physician/patient  relationship. 

V    InappropMateness  of  Child  Prnt^ntion  Agencies. 

Contrary  to  the  suggestion  in  the  rule,  child  abuse  and  neglect  is  not  a 
parallel  issue,    in  these  instances  health  care  providers  are  child  advocates 
and  are  obligated  under  existing  law  to  report  any  situation  involving  such  ' 
Bbusn  or  neglect.    These  important  institutional  processes,  which  we  support 
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The  local  and  state  mechanisms  which  already  exist  r°'-,;;''P°'-'^"8  °^  '3"" 
Ind  nenlpct  Include  requirements  that  health  care  providers  report  Instances  of 
aSus"  and  neglect,  and  that  these  reports  may  be  anonyT=ous      "°"«v«r    because  of 
cur?^n?  fiscal  reductions,  child  protection  agencies,  which  provide  "sentlal 
^nd  lirelsavlng  services  for  abused  and  neglected  children,  are  Increasingly 
undeistarred  and  underfunded.    Not  only  would  this  rule,  by  encouraging  reports 
?rom  a  wide  variety  of  informers,  decrease  the  agencies'  effectiveness  In  pro- 
viding ?ie  services  for  which  th^y  were  designed,  but  It  falls  to  '^f 
tielr  personnel  have  no  procedures  for.  experience  with  or  ^"  P^"^^''™'' 

involving  newborns  with  handicaps.    Their  experience  has  been  with  parental 
neglect,  not  to  date  medical  neglect. 

VI    Ruleaakinjt  process  and  Mechanics  of  ths  rule. 

The  Academy  has  serious  problems  with  both  the  manner  in  which  the  rule  was  pro- 
mulgated and  the  aechanics  of  the  rule. 

Pntlrely  apart  fro«  the  substance  of  the  regulatory  step,  we  take  strong  excep- 
further  study  of  the  eoaplex  issues  involved. 

neglect  protection  agencies,  the  ability  of  a  single  central  '°  "^'^ 

complex  increases  the  potential  for  a  negative  Impact. 

The  Academy  also  strongly  objects  tu  ►.he  -Hot  Line-  mandated  by  the^rule  which 
will  trlRRer  calls  from  efflcatlous  Intermediaries  and  spiteful  persons, 
visitors    to  the  intensive  care  unit  who  may  not  be  In  any  way  Involved  in  the 
c^r    Of  .  Articular  child  may  report  situations  where  that  P«"°"  f »  „ 
TeZ  no  kn^ledge.    Just  one  example  of  a  "^''^"'o^P^''"'"""  ^^ch^y  be 

1,  posted  on  a  bassinette  reading  NPO.  meaning  Nothing  By  Mouth,  which  may  be 
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Interpreted  by  a  weU-lntentioned  visitor  to  indicate  a  child  la  not  beln/r  fed 
MPO  in  a  nocea^iary  medical  precaution  In  preparation  for  many  procedurea 
tnolu.ling  BurKery,  or  because  of  any  number  of  feedlnK  Droblema  ?n  ,  ohfi'n 
Mowev.r.  a  child  ™ay  be  receiving  parenteral  nourtah^^ent 

r'';!'',!  t"  i"'P°'-'="'  but  anxiety  laden  Ume  for  many  faoillea  Those 

,riel         or  handicapped  babies  are  under  enor:,ous  strain  H;acUons 

tont  tU  lT^t  d^mciu  ;r  '"^'^       ^i"<'l"lve.    These  families  pre- 

^l^oh^in  r  ,  '^^"'="1'  situations  for  hospital  staff  because  of  their 
S  ^    :       y      "ho    ll';  -n-quences  of  patient  care  if  a  staff'^e  e 

diverted  .y  a    hotline"  investigation  emanating  from  an  angry  or  alienated 
opouse  can  be  considered  as  nothing  but  deleterious  and  harm?uK  Intensive  care 
nurseries  are  already  "presaure  cooker"  environments.  Intensive  care 

untr^Prir?'"'"'.'"  untimely,  it  is  cumbersome  and 

beuer  or  Cors"'"!  '  Tu^'  °f  "  ""^  "^"^^         presen?  sltuaUon 

Detter  or  worse.    It  well  may  lead  to  overtreatoent  of  many  infants  with  »v»rv 

nfa"?  °'^im"?"o"?  '° ^T.'^'  Intenslvlsts.  against  the'bes^  ^er  ts'  rL 
lnra.,t3    ,inpiy  prolonging  the  process  of  dying.    To  propose  such  a  radical 

da?a'%Uhout  "^llv^'-eo       this  coSntryrwlthSu?  ade^ua  c 

data,  without  awaiting  public  discussion  or  review,  and  in  the  face  of  alter 
natives  proposed  by  thoughtful  official  bodies,  is  surely  imprudent. 

VII    HHS  has  not  investigated  and  identified  the  oroblea  to  b«  addr...,>rt 

The  Department  of  Health  and  Human  Services  has  not  produced  any  direct  evidence 
Of  inappropriate  treatment  of  severely  ill  newborns.'  Indeed  several  ^trospec° 
tlve  compliance  reviews  conducted  by  the  department  since  May  1982  ha^ 

FSr^he"  ■  U  °/  T  'r'"'''"  '°  ^  ^"  compliance  wUhSecaon 

tZl  Z'r.,t^  ""derstanding  that  although  seven  caies  were  reported  during 

iTrl^rStT' r""""         ^""""^  '°       ^  violation.    This  is  not  to  minimize  the 

^a3  1  "°d  ^  Zlir.  '"T'^T'^''  '°  """^"i"  that  tl^  department 

deft'     ?here       ni  P'-ocedure  to  remedy  a  situation  which  it  cannot 

nre  treuIrrLM.^  ,  ^"'"'"^         «""°P"°n  that  hospitals  routinely 

are  Lreicing  babies  Inappropriately. 

Il'^Hi^r^i"  of  HHS -3  procedure  is  amplified  by  the  fact  that  after  a  three-year 
-  si'    the°PrL?^  procedures,  including  interviews  with  physicians  ^nd  ethl- 
i■:^:lL^  Commission  on  Bloethlcs  does  not  recommend  the  new 

M^n^  Instead,  it  identifies  key  problem  areas  and  suggests  solu- 

lT,l'.,  T^  "  """"""         promulgation  of  such  a  revolutionary  rule  wUh 

total  disregard  for  the  evidence  and  recomendatlons  of  a  comnlsslon  which  has 
deleberated  this  issue  for  several  years.  "™,ission  wnicn  has 

What  concerns  us  is  that  the  more  central  and  profound  issue  of  relevance  here 

o"?  ere'd  ^olt^ne^i'  '°  app"o"la "  ca  t 

is  offered  to  all  newborns  ~  including  the  severely  ill.    For  this  I  turn  to 
the  report  of  the  President's  Co^lssion  on  Bloethlcs,  w^lch  afteJ  length?  s?udy 
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an.  inv«ti«aticn.  conclude.  '° 
without  triggering  a  careful  reevaluatlon. 

TO  this  en.  the  Co».l33ion  reco^end,  that  hospital,  establish  local  r,vlaw  pro- 
cessea  which  would: 

1)  -Verify  that  the  best  Infornatlon  available  is  being  used. 

2)  Conrir»  the  propriety  -^a  decision  that  providers  a^^^^^^^^^ 
or  eonflnn  that  the  range  of  discretion  accoraea 

3)  Resolve  disputes  a«ong  those  Involved  In  a  decision,  by  Improving  com- 
munication and  understanding  among  them. 

Refer  cases  to  public  agencies  (child  protection  services,  probate  courts) 
whon  appropriate. 

.such  policies  Should  provide  [orj^^l^^^^^^^^^^^^ 

attending  physician  decide  'hat  Ure-sus.alnlng  cner  py  ^^^^ 

,    ..t.  _  i-h^i-  "inch  a  review  mechanism  has  the  potential 

The  commission  further  states         ^.  ^h  a  concerned  and  disinterested 

monly  attend  court  proceedings."* 

It  1.  important  to  --B"^" /'^\:rus"git^erinr f::%h:ir'"s:7trd:teim^ 

many  hospitals,  but  we  need  to  «='^''iif«"''^?e%nd  establish  universally 
their  advantages  and  disadvantages,  and  to  proooce  ana 
such  effective  mechanisms. 

TO  fully  understand  the  Commission,  s  slr^e^p^r^r thft^'dl^ffcuft^^ 

the  population  we  are  dealing  "         ^^!^^^'^^",rtegorles  of  Infants:    "the  low- 
Issues  regarding  "="^^^^rin^f  Ilth  lUe-threatenlng  congenital  abnor- 
blrth  weight  infants  and  those    "^="'^%"^'^^^^^'%r  conditions  have  been 
mantles.    Within  the  second  =^  «8°^y/"°'^P;tcs  of  neonatal  care:    neural  tube 
especially  prominent  In  discussions  of  the  ethics  of         ^„^„,table  life- 
defects  and  permanent  handicaps  combined  with  surgicai.  , 
threatening  lesions."' 

honpltals  do  follow: 
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Treatment  is  rarely  withheld  where  there  Is  medical  consensjs  that  It  would 
provide  a  net  b'-neflt  to  the  child.    The  Commission  concluded  "that  a  "ery 
re.'.trjctive  standard  is  appropriate;    such  permanent  handicaps  justify  a  decl- 
ilo.;  not  to  provide  life  sustaining  treatment  only  when  they  are  so  severe  that 
cic-.t4rj"ed  existence  would  not  be  a  net  benefit  to  the  Infant. This  a  standard 
i-3  r'^rictly  defined  and  is  irrespective  of  perceived  negative  effects  that  an 
impaired  child's  life  might  have  on  other  persons,  Including  parents,  siblings 
ar-A*  iiociety.    These  children  should  be  treated  no  less  vigorously  than  their 


1'.       legally  and  ethically  justifiable  not  to  try  predictably  futile 
erdJtavors,     "3uch  therapies  do  not  help  the  child,  -ire  sometimes  painful  for  the 
infant,  (and  probably  diotresning  to  the  parents),  and  offer  no  reasonable  proba- 
bility of  -BavinB  life  fo.*  a  substantial  period.    Obligations  to  comfort  and 
respect,  a  dying  porson  remain,  and  Infants  whose  lives  are  destined  to  be  brief 
are  owed  whatev^ir  enhancement  and  relief  from  suffering  that  can  be  provided, 
inc-Luding  i-cdication  for  pain  and  sedation,  as  appropriate."* 

3)  "Although  raont  infants  fall  intc  the  previous  two  categories,  difficult 
qujiiitions  are  raised  by  the  small  number  for  whom  It  Is  difficult  to  know 
whether  treatment  offers  prospects  of  benefit.    "Much  of  the  difficulty  In  these 
cases  arises  fro.m  factual  uncertainty.    For  the  many  Infants  born  prematurely, 
and  sometimes  those  with  serious  congenital  defects,  the  only  certainty  Is  that 
without  intensive  care,  they  are  unlikely  to  survive;  very  little  Is  known  about 
how  each  infant  will  fare  with  treatment.*** 

It  is  this  troubl^*3ome  grou;-  to  which  we  must  address  our  attention,  notably 
perhaps  toward  the  Comrals3ion*3  recomcnendatlon  for  local  ethics'  committees, 
which  can  best  Insure  that  accurate  Inforaation  Is  imparted  and  appropriate 
decisions  are  rendered.    The  HHS  rule  will  not  only  fall  regarding  this  third 
group,  but  It  promises  to  compound  the  current  situation  by  inappropriately 
assL'jiing  a  decision  regarding  the  previous  two  categories.    Our  point  Is  a 
simple  one:     that  the  HHS  rule  does  not  assist  or  support  medical  and  health 
care  professionals,  parents,  nurses  and  others  who  must  make  difficult  deci- 
sions.   The  rule  merely  shifts  the  responsibility  for  such  decisions  from  the 
above  group  to  the  federal  government,  and  in  doing  so  mandates  procedures  which 
may  be  harmful  to  the  care  and  treatment  of  infants. 

The  Academy  strongly  supports  the  recommendation  of  the  President's  Commission 
on  Bioethlcs  and  is  preparing  a  research  study  to  determine  how  medical  and 
ir>ffal  systems  are  currently  dealing  with  l^hls  issue.    It  will  assess  the  advan- 
tages and  disadvantages  of  systems,  recognizing  varying  resources  and  popula- 
tions, and  suggest  guidelines  that  can  be  used  by  appropriate  bodies. 

It  also  should  not  be  forgotten  that  we  are  here  today  to  consider  the  issue  of 
reauthorizing  child  abuse  programs.    The  Academy  Is  extremely  supportive  of 
child  abuse  programs  and  will  submit  testimony  for  the  record  on  our  specific 
recommendations.    In  light  of  the  focus  of  today's  hearings,  however,  we  would 
emphasize  that  we  do  not  favor  Including  provisions  regarding  the  medical  treat- 
ment of  severely  ill  newborns  into  child  abuse  legislation.    The  President's 
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commission  has  studied  thla  issue  for  several  years,  identified  key  problem 
areas  and  suggested  an  approach  to  address  those  problem.3, ,i.e. ,  hospital  ethics 
and  review  committees.    The  Academy  would  support  any  efforts  to  implement  this 
recommendation.    Further,  the  Academy  is  seriously  concerned  about  the  minimal 
resources  and  problems  which  current  child  abuse  programs  already  face;  we  are 
concerned  about  the  potential  drain  on  these  programs. 

A3  you  know,  the  HHS  rule  has  already  gone  into  effect  —  and  while  we  sit  here 
deliberating  logically  its  ramifications,  hospitals  are  grappling  with  life-and- 
dcatn  decisions.    We  are  already  beginning  to  receive  distressing  case  reports 
information  on  the  effects  of  this  rule. 

Everyone  appreciates  the  government's  good  intentions,  but  we  must  in  closing 
convey  our  sens«  of  outrage  that  federal  officials  would  choose  to  operate  in 
such  an  irresponsible  and  dangerous  fashion,  obllvlcMs  to  the  impact  this  rule 
will  have  on  human  life.    It  is  easy  to  raise  the  banner  that  such  intervention 
will  save  babies*  lives,  but  we,  and  the  medical  and  health  coasnunlly  at  large, 
are  here  to  tell  you  that  it  will  not.    Crucial  Issues  surrounding  the  contro- 
versy of  severely  ill  newborns  persist  still  —  and  this  HHS  interim  rule  does 
nothing  but  worsen  prospects  for  progress. 


•  Deciding  to  Forego  Life-Sustaining  Treatment  —  A  Report  on  the  Ethical, 
Medical,  and  Legal  Issues  in  Treatment  Decisions,  March  1983.    President  s 
Commission  for  the  Study  of  Ethical  Problems  in  Medicine  and  Blotuedlcal  and 
Behavioral  Research. 
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Senator  Dknton  Thank  you,  Dr.  Little. 

Dr.  McLone?  '\ 

Dr.  McLoNE.  Yes,  you  have  my  prepared  text,  and  I  thought 
what  I  would  do  is  to  talk  about  specifically  spina  bifida.  Spina 
bidifa  and  Down's  syndrome  seem  to  be  two  of  the  most  common 
cases  in  which  there  lies  difficulty  with  decisionmaking. 

I  am  a  pediatric  neurosurgeon  at  a  large  metropolitan  children's 
hospital,  and  because  1  operate  only  on  children  and  as  a  neurosur- 
geon I  see  a  large  number  of  children  born  with  congenital  anoma- 
lies of  the  central  nervous  system;  and,  in  fact,  have  treated  some 
2,000  children  with  handicaps  involving  the  central  nervous 
system. 

In  the  review  of  spina  bifida  if  you  look  at  the  literature  and  go 
back  prior  to  the  1950's  and  you  talk  about  the  problem  of  spina 
bifida,  there  really  wasn't  a  problem  prior  to  that;  because  the  vast 
majority-^some  85  to  90  percent  of  these  children — died  from  their 
illness,  because  we  had  as  a  profession  little  to  offer  these  children. 

In  the  1950s  and  through  the  1960's  the  availability  of  the  shunt 
system  were  developed.  We  now  treat  the  child's  hyc  /cephalus  or 
the  child's  water-on-the-brain  and  essentially  cure  it  or  render  it 
nonprogressive. 

And  so  larger  and  larger  numbers  of  children  began  to  survive. 

Led  by  a  group  of  physicians  in  England  it  then  became  the 
common  treatment  that  all  children  born  with  spina  bifida  should 
be  aggressively  treated,  their  back  closed  in  the  first  24  hours,  and 
their  hydrocephalus,  should  it  develop,  treated  with  the  shunt 
system.  ^ 

In  reviewing  the  outcome  of  that  vigorous  program  in  England, 
the  results  were  in  their  opinion  so  appalling  that  they  then  began 
to  advocate  a  criteria: 

They  said  that  this  criteria  was  valid,  predictive  of  outcome,  and 
that  certainly  you  coald  examine  a  newborn  child  and  say  some- 
thing about  that  child*s  quality  of  life. 

I  think  the  evidence  overwhelmingly  now  indicates  that  all  of 
those  criteria,  taken  individually  or  collectively,  are  inappropriate 
and  really  of  little  value. 

Certainly  the  outcome  of  aggressive  treatment  is  quite  contrary 
to  to  the  results  of  aggressive  treatment  in  this  country. 

In  the  late  1970s  the  CT  Scanner  became  available  and  we've— in 
almost  all  institutions — and  we  now  had  another  thing  in  our  ar- 
mamentaria to  monitor  the  child's  hydrocephalus  and  to  treat  it. 

And  then  recently  the  introduction  of  clean  intermittent  cath- 
eterization has  given  these  children  the  ability  to  have  control  over 
their  bladder  and  bowel  systems  and  that  these  children  now  can 
remain  dry  and  can  be  in  a  regular  classroom  system. 

Unfortunately  the  vast  majority  of  literature  that  exists  for  us 
through  pediatrics  comes  from  the  British  literature.  And  a  lot  of 
decisions  are  made  to  deny  treatment  to  these  children,  in  my  opin- 
ion inappropriately,  based  on  British  literature  which  is  outdated 
and  contrary  to  the  experience  in  this  country. 

The  mortality  rate  at  our  institution  where  wc  treat  all  children 
born  with  spina  bifida— we  attempt  to  treat  them  all  within  the 
first  24  hours  of  life  and  close  their  back;  if  hydrocephalus  develops 
and  is  progressive,  they  then  receive  a  shuni:— the  mortality  rates 
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in  the  liloO's  was  Hf)  to  !)()  percent  in  our  institution  and  in  the  last 
8  years  is  now  only  15  percent. 
So  only  15  percent  of  these  children  are  dying  in  the  first  years 

of  life.  1  V  i. 

That's  fine,  the  fact  that  we've  reduced  the  mortality.  But  what 
about  this  question,  of  "quality  of  life?"  What  do  you  tell  a  family 
who  is  confronted  with  this  horrendous  event  of  having  anticipated 
a  normal  newborn,  suddenly  have  a  child  who  has  probably  the 
most  severe  congenitar  malformation  consistent  with  productive 
survival  or  survival  at  all? 

Remember  that  what  Tm  going  to  tell  you  are  statistics,  and 
these  statistics  no  more  than  the  criteria  advocated  by  the  British 
can  be  used  to  judge  how  any  one  single  child  is  going  to  do.  There 
is  no  valid  way  to  deterniine  what  the  outcome  would  be  of  the 
treatment  of  the  newborn  child,  in  my  opinion. 

And  that's  having  personally  operated  on  200  children  in  the  last 
few  years.  , 

The  child  born  with  spina  bifida— and  spina  bifida  is  a  disease 
without  known  cause;  we  have  a  variety  of  possibilities,  but  there 
is  no  single  cause.  In  the  laboratory  we  can  produce  it  with  a  vari- 
ety of  mechanisms  both  in  fetal  mice -and  chickens  and  other  ani- 

nials.^  1-  J 

But  the  child  is  born  not  dying;  the  child  is  born  alive  and 
healthy  in  the  vast  majority  of  cases.  In  a  few  cases  there  are  obvi- 
ous progressive  hydrocephalus  evident  at  birth  which  requires  that 
that  be  dealt  with  immediately.  _ 

The  reason  that  these  children  die,  and  in  the  British  system, 
they,  as  you  heard,  elect  to  let  three  out  of  four  of  these  children 
die—and  the  way  that  you  can  guarantee  that  they  die  is  deny 
.them  food  and  water;  I  think  that  rarely  if  ever  occurs  in  this 
country. 

It  may,  it  has  been  documented  in  a  few  cases  in  the  hterature; 
but,  in  my  opinion,  denying  food  and  water  to  these  children  is 
rare. 

But  what  is  not  uncommon  is  denying  the  children  immediate 
progressive  treatment.  If  the  child's  back  is  not  closed  quickly 
within  the  first  24  hours,  infection  will  ensue.  If  the  infection  is 
severe  and  ascends  into  the  rest  of  the  central  nervous  system,  the 
mortality  rate  of  the  untreated  group,  even  if  they  are  fed  and  wa- 
tered, is  ()0  percent.  •   i-  •  i 

The  40  percent  who  survive,  a  high  percentage  of  those  individ- 
uals %vill  have  sustained  additional  damage,  more  paralysis  in  their 
lower  extremities;  and,  I  think  most  significantly,  if  they  have  a 
central  nervous  system  infection,  the  most  common  cause  of 
mental  retardation  in  spina  bifida  is  not  the  spina  bifida  itself  or 
the  syndrome,  but  is  infiicted  on  them  by  infections  of  the  central 
nervous  system,  either  through  lack  of  treatment  or  through  the 
complication  of  the  shunt  infection. 

 jhe  data-is  now-well  establishedjit-oux. institution.. at  an  i^^^^ 

tion  in  Cleveland,  and  at  Yale  University,  that  mental  retardation 
by  and  large  is  inflicted  on  these  children  either  through  infection 
that  occurs  as  newborn  or  through  a  complication  of  the  shunt 
system  in  treating  the  hydrocephalus. 


If  you  took  100  consecutive  newbyrns  who  were  over  the  age  of  4, 
now— and  from  our  institution  and  no  child  was  denied  treatment, 
and  this  is  a  consecutive  series — 52  percent  of  tliose  children  ambu- 
late in  the  community.  That  is,  they  don't  use  a  wheelchair;  they 
are  able  to  get  up,  walk;,  they  have  sigixjficant  bracing,  some  of 
these  children;  but  they  are  considered  community  ambulators, 
thcU  they  will  walk  in  the  community.  , 

Now,  85  percent  of  these  children  are  continent  in  bladd^er  or 
bowel.  It  used  to  be  the  single  most  difficult  thing  to  deal  with  in 
these  children — getting  them  mainstreamed  into  regular  schools — 
is  the  fact  that  they  were  wet  or  they  had  a  diversionary  device  on 
their  abdominal  wall.  We  have  not  diverted  the  urinary  system  to 
the  abdominal  wall  in  about  7  years;  in  fact,  we  have  undiyerted  60 
children  now;  and  they  are  now  on  intermittent  catheterization 
and  continent.  . 

Seventy-three  percent  of  our  children  have  an  IQ  .  within  the 
normal  range.  That's  quite  contrary  to  anything  else  that  I  think  is 
in  the  literature,  and  it  is  a  tremendous  tribute  I  tliink  to  my  col- 
U^a^ues. 

And  the -results  that  I'm  telling  you  here  are  not  specific  to  our 
institution,  but  is  common  in  all  of  the  institutions  that  I  know  of 
in  theJLJnited  States  where^a  pediatric  neurosurgeon  is  involved  in 
ihe  aggressive  treatment  of  newborns  with  this  disease. 

In  fact,  in  percent  of  the  children  I  consider  eosentially  normal. 
They  have  normal  intelligence,  they  are  continciit  of  bladder  end 
bowel— that  can  be  through  intermittent  catheterization,  but  they 
r  r  "  continent  of  bladder  and  bowel;  pnd  they  are  community  ambu- 
lators. 

Again,  just  to  make  sure  that  we  understand,  that  this  outcome 
of  treatment  does  not  apply  to  all  children;  but  you  cannot  identify 
the  child  who  is  going  to  have  a  poor  outcon     at  birth. 

Fifteen  percent  of  the  children  have  died,  and  these  children 
have  sorted  themselves  out  in  spite  of  all  that  was  done  for  them; 
it  soon  became  impossible  to  sustain  their  life;  and  these  children 
have  died. 

There  s  probably  an  additional  10  percent  of  the  children  of  the 
100  newborns  who  are  gomg  to  require  some  kind  of  cust^^dial  care. 

But  if  you  look  at  the  group,  and  their  "quality  of  survival"— 
that  word  plagues  us  and  it  Is  difficult  to  define— but  if  you  look  at 
this  ^roup  of  individuals,  taken  as  a  whole,  the  rjjiimber  of  siirvi- 
vors  and  the  quality  of  the  survivors  exceeds  what  the  British  expe- 
rience and  tells  us  what  will  happen  with  treatment  of  not  only 
that  group  they  call  the  very  best,  or  the  one  out  of  four  children 
that  they  select  for  treatment. 

Senator  Dknton.  Excuse  me.  Dr.  McLone,  I  may  be  wrong,  and  I 
wish  to  be  corrected  if  1  am— the  statistics  you  have  just  given  re- 
garding^ the  proportion  of  children  who  are  ambulatory  and  have 
normaf  IQ's  and  can  control  their  bowels— I  don't  find  that  in  your 
prepared  statement. 

Dr.  McLoNE,  No.  This  i-  outside  of  my  prepared  statement. 

Senator  Denton.  Well,  may  I  ask  that  you  include  that  as  part  of 
your  written  testimony  to  us?  Because  I  find  it  interesting  and  rele- 
vant. 
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Dr  McLoNK  Yes,  this— the  statistics  that  Tm  quoting  is  an  indi- 
cation, and  in  fact  will  be  part  of  the  next  volume  of  Clinical 
Neurosurgery  which  will  be  coming  out;  in  fact,  the  galleys  have 
gone  back. 

But  I  will  send  you  a  copy  of  that  article. 

Senator  Denton.  You  can  give  us  something  that  is  roughly  iden- 
tical to  what  you  have  been  saying?  . 

Dr.  McLoNE.  Yes.  Those  are  the  same,  and  they  are  trom  chat 
article 

One  final  point  I  would  like  tc  make,  this  was  brought  to  my  at- 
tention by  a  colleague  who  had  supplied  in  work  through  the  devel- 
opment of  the  spina  bifida  program  in  Australia— and  their  experi- 
ence is  similar  to  that  which  occurred  in  Great. Britain— and  he  s  a 
retired  physician,  and  has  had  great  experience  with  this  group  of 

children.  u-u'^ 

He  pointed  out  that,  I  take  some  responsibility  for  every  child  s  . 
back  which  I  close.  And  I  think  my  nightmare  is  that  I  have  pre- 
served a  life  or  assisted  a  child  in  survival  only  to  have  normal  in-  t 
telligence  and  to  be  ambulatory  in  the  community,  but  then  to  be 
denied  by  the  community  and  by  the  lack  of  programs  the  ability 
to  become  independent  and  competitive. 

My  nightmare  is  a  group  of  children  which  number  almost  1,000 
1  care  for  now,  with  normal  intelligence,  sitting  in  nursing  homes 
•  because  they  have  not  been  habilitated  or  given  the  opportunity  to 
participate  in  our  society,  pay  taxes,  and  compete  for  jobs. 
Thank  you.  ^    ^  ^.  .      ,  .  ^ 

[The  prepared  statement  of  Dr.  McLone  and  additional  inlorma- 

tion  supplied  follows:] 
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Preparkd  Statkmknt  f>K  David  G.  McLone,  M.D.,  Ph.  D.,  Associate  Puofessor  of 

SURGKRY   (NkUROSUHC.KKY).    NORTHWKSTKRN    UNIVERSITY    MeDICAL   ScHOOL,  AND- 

Chairman.  Division  ok  Pediatric  Nkurosuroeky,  Children's  Memorial  Hospi- 
tal 

My  purpose  in  this  presentation  is  to  address  some  of  the 
problems,  paradoxes^  and  ambiguities  surrounding  the  care  of  the 
child  born  with  a  serious  handicap. 

There  is  documentation-  that  handicapped  children  have  been 
denied  life  saving  medical  care  and  occasionally  even  basic 
nutrition r  food  and  water.  The  extent  of  this  problem  is  unknown. 
In  the  small,  local  sample  provided  by  review  of  the  last  200 
patients"  with  spina  bifida  referred  for  treatment,  10  children 
were  found  to  have  been  denied  prompt  surgical  therapy  prior  to 
transfer  to  our  hospital.     None  of  these  had  been  denied  food  or 
water.     If  this  sample  be  representative,  then  the  incidence  of 
delayed  care  may  be  on  the  order  of  some  5%  of  newborns  with 
spina  bifida. 

Federal  regulaiiions  now  require  that  all  handicapped- 
children  receive  food,  water,  and  customary  medical, care.  Very 
few  disagree  with  this  in  principle.     Controversy  arises  from  the 
interpretation  of  "customary  medical  care"  in  specific  clinical 
Qontexts.  '  ^.  * 

Most  physicians  would  agree  that  newborns  with 

life-threatening  but  completely  remediable  diseases  should  be 

treated  as  aggressively  as  necessary  to  ensure  their  survival  and 

future  health.     Most  physicians  would  also  agree  that  newborns 

with  irremediable,  lethal  malformations  should  be  given  nutrition 

and  simple  care.     They  should  be  made  as  comfortable  as  possible, 

i 

and  allowed  to  die  in  peace. 

Opinion  diverges  sharply  on  proper  care  for  the  newborn  with 
life-threatening  disease  when  all  possible  treatment  will  ensure 

 ,..1-.  -   r  
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survival  with  serious  handicap.     In  this  context,  the  parents,  the 
physician,  and  the  public  weigh  the  patient's  long-terra  survival, 
quality  of  life  and  possible  eventual  self-support.     In  this 
weighing,  well-intentioned  individuals  of  like  morality  may  yet 
derive  different  conclusions. 

I  personally  have  had  experience  with  well  over  2000 
handicapped  children,  principally  those  with  spina  bifida, 
hydrocephalus,  prematurity,  birth  injury,  and  other  birth 
anomalies.     The  overwhelming  majority  of  these  children  have 
received  prompt,  often  life-saving  care.    A  small  but  significant 
number  received  less  than  that  prior  to  transfer  to  our  hospital; 
a  form  of  euthanasia  based  upon  withholding  of  available  therapy 
and  supportive  care.  ^ 

Some  parents  and  physicians  hope  to  find  a  medical  and  moral 
middle  ground  by  inaction--**allowing  nature  to  take  its  course". 
In  the  case  of  newborns  with  spina  bifida,  for  example,  they 
might  provide  food  and  water  but  deny  prompt  surgical  repair  of 
the  open  nervous  system  in  the  hope  that  the  inevitable 
infection,  meningoencephalitis,  will  prove  rapidly  fatal.  This 
dereliction  of  responsibility  fails  for  two  reasons,  among  others. 
First,  one  half  of  the  children  will  survive  the  Infection  and 
will  still  require  additional,  often  more  extensive,  surgical 
care.     Second,   the  more  severe  hydrocephalus  and  brain  destruction 
caused  by  the  infection  markedly  reduce  the  functional  capacity 
of  the  507.  of  patients  who  do  survive.     A  policy  of  so-called 
"benign  neglect"  then  is  both  offensive  and  ineffective. 
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Other  parents  and  physicians,  seek  to  provide  or  deny. therapy 
"rationally"  by  applying  a  set  of  medical  "selection  criteria" 
for  identifying  the  newborns  with  spina  bifida  who  are  likely  to 
have  good  clinical  and  functional  outcome.     Historically,  these 
criteria  were  elaborated  in  Britain  where  many  of  the  spina 
bifida  patients  are  denied  sustenance,  are  sedated,  and  are 
allowed  to  die.     The  British  experience  is  "entirely  contrary  to 
the  recent  experience  in  this  country.     However,  because  the 
majority  of  the  medical  literature  dealing  with  management  of 
spina  bifida  is  from  Great  Britain  and  because  many  of  the  U.S. 
physicians  who  see  only  1  or  2  such  patients  depend  upon  the 
literature  for  guidance,  the  "selection  criteria**  advocated  by 
British  physicians  continue  to  be  used,  inappropriately,  by  some 
physicians  in  this  country.     In  fact,  medical  advances  have  been 
so  rapid  that  the  functional  outcome  in  unselected  U.S.  patients 
is  now  better  than  that  predicted  for  the  few  "best"  patients 
selected  by  the  British  criteria. 

In  my  experience,  decisions  to  passively  euthanize  severely 
handicapped  children  are  almost  never  made  because  of  callousness 
or  amoral Ity.     Rather,  those  parents  and  physicians  appear  to  have 
felt  deep  compassion  for  the  child,  deep  concern  for  the 
suffering  it  would  face,  and  overwhelming  despair  at  its  future 
prospects.     The  single  most  common  reason  for  the  denial  of  care 
was  lack  of  recent  information  on  available  treatment  and  the 
outcome  of  that  treatment.    When  confronted  with  recent 
developments  in  medical  care  and  documented  advances  in  patient 
outcome  by  physicians  with  substantial  experience  in  the  care  of 
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these  children,  most  of  these  parents  and  physicians  were  able  to 
resolve  their  doubts  and  decide  in  favor  of  treating  the  child. 
In  most  cases  then,  continuing  education  of  the  public  and 
professionals  provided  the  solution  to  the  dilemma. 

Since  information  availability  and  public/professional 
education  are        important  in  salvaging  the  handicapped  child,  a 
number  of  steps  hav>  been  taken.     Progr^ass  is  being- made  to  keep 
the  medical  li'.:erature  current  by  documenting  the  recent  advances 
in  care  of  these  patients.     State  and  national  parent  support 
groups  like  The  Spina  Bifida  Association  of  America  are  forming 
to  provides  parents  and  physicians  first  confronting  this  problem 
with  informa.tional,  emotional,  and  financial  support  at  the  time 
the  critical  choices  must  be  made.  Government  and  media  awareness 
programs  have  all'  contributed  to  a  reduction  in  the  number  of 
neonates  with  spina  bifida  who  are  denied  treatment.  The 
developiny  pediatric  tertiary  care  centers  and  available  expert 
opinion  shc.ld  further  decrease  the  level  of  ignorance. 
Obviously,  wc-  as  a  jroup  with  a  vested  interest  in  the  welfare  of 
r       children  feel  much  more  can  be  done. 

\         !  beco  v    increasingly  concerned  ■  bout  the  paradox 

»d  by  our  government.     On  the  on*'  handr  we  are  told  by  the 
tVAt  .-uV.  :  •  .2  branch  through  HHS  and  the  *  astice  Department  that  no 
hcnf^ i'-Ajped  child  can  be  denied  foo''    water,  or  customary  medical 
.^evc,     r:  ochansims  aro  put  in  place  to  monitor,  through  s.  gnfa  and 
•ur.i;  1::.  J,  how  the  medical  profi.  sion  deals  with  this  problem.  At 
Uir      .me  time,  the  funds  needaO  to  deal  with  the  cause  of  these 
■.nciicaps  and  to  habiiitatt  ^l-  '^e  handicapped  individuals 
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dwindle..  The  physician  must  now. struggle  not  only  with  the 
intangible  -quality  of  life"  but  also  with  the  rather  frightening 
concept  that  "cost-benefit  analyses"  and  "cost  effectiveness" 
enter  into  life  and  death  decisions.     Shrinking  social  programs 
will  undoubtedly  adversely  affect  the  "Quality  of  Life"  of 
handicapped  individuals. 

Evidence  now  exists  that  a  significant  portion  of  children 
born  with  spina  bifida  are  the  result  of  poor  preconceptual  or 
prenatal  nutrition  of  the  mother.    The  decline  of  social  programs 
aimed  at  itr^pr^'vcd  prenatal  care  is  likely  to  result  in  the  birth 
of  additioiiril  handicapped  children  at  the  precise  time  that  loss 
of  support  to  treatment  and  habilitation  programs  erodes  the 
qua] i cy  of  life  these  families  can  anticipate  for  their 
hctivixi;. i'oped  child. 

tfinally^  some  handicapped  infants  may  be  denied  care  despite 
e.rv.:v/-t  opinion  and  in  obvious  violation  of  federal  regulations. 

physician  and  advocate  for  handicapped  children,  I  feel  we 
must,  on  these  occasions,  step  between  the  child  and  the  child's 
parents.    The  interjection  of  the  courts  into  the 
patient-physician  relationship  is  distasteful,  but  we  are  morally 
and  ethically  obliged  to  care  for  our  patient — the  child. 


\ 

\ 

\ 
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?j5:sult:;  or  TP'iA- ;':-.::t  ci-  chtldiie:!.  bcuii  kith  a  bfi-ELori:tuncoccLr 


D.ivic:  G.  McLono.  r.D.,  Ph.D.,  -I-'.A.C.S. 

r^ovnn\;nsrern  I'nivcrr^iry  »^cnicai  bciiOOi 
C  n  i  c o .   Ill  ir.  o  ">  s  ' 
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As  new  operative  pro:;cdures /  medications,  and  ancillary  care 
develop,  the  natural  history  of  a  dirrease  Ciin  be  pcogc-'^ssivGly 
altered.     The  impact  of  the.  cerel;)*o':pinaI  fluid  sliunting  on 
hydrocc^phalus  and  uhe  ev^.i  inore  roccnt  utilization  of  computed 
tomography  (CT)  to  diagucrjo  and"  a7-{ess  treatment  of  hydrocephalus 
are  good  examples  of  th;:?  type  of  progress.     Periodically  the 
effect  of  progrcsr,  on  t^ii  outcoi-.ci  of\^treatin2nt  of  children  born 
with  a  myelomtiiii  :i  jT'Cele  no^ds  to  be  de'terrriined. 

would  argue  that  it  is  coral  and  ethically  correct  to 
treat  all  children  bor.*  v;ith  a  n;yoloineningocele  and  that  no  valid 
criteria,  exists  for  the  reflection  of  infants  for  nontreatment . 
Certainly  as  tho  "quality  of  survival**  improves  through  modical 
orogre:;^.  une  Dc;or  outcc    :  v.'hiuh  ti\o.  selectionNcrLtena  ^  oiiroort 
to  accur.-ttely  pi-c:iict  b-'^'^ o'-^eo  Ions  distastef ul .  added 
scientific  benefit  cf  tr:.-*ting  'ill  ciiildrcn  is  that,  it  affords 


Df  trea't^e 


the  oppt.'rt:un:.ty  to  mf^ar.uiro  the  •■rCf ectiveners  of  treatment  without 
the  biac  of  selection. 

The  init'.cl  Ot:cisi^n  ♦r.o  OLi<:t-t'-^.  upor.  a  newborn  child  with  a 
myelomeningocele  rer;t:s  on  hhe  pro-,:>iae  that:     (1)  the  physicia>i^ 
informintj  the  pnrr^nts  in  Tamil iai:  '-'ith  the  disease,   (2)  the  \ 
inforfraLioji  avnilable  concorninj  outcome  is  current,  and  (3).  the 
outcome  is  predicM:able  b.i^ed  on  the  clinical  condition  of  the 
newborn.     The  firr:!:  is  o'r.on  larrking,   the  third  is  not  true,  and 
the  second  is  tUr  nubjcct  of  this  i)i::'or. 
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CLINIC/ L  TATERI/IL 
Boginn'm  in  1975  and  extancling  through  1978,  100 
concocutiv:: ,  uii3(ilected  nowborn  children  with  a  myolomeningocele 
wcr?  trans  Her  I- ..'d  to  Children's  Mciinorial  Ho^3pital  ot  Chicago. 
Ex*:e;u;ivi>  dr.^a  w(?re  collected  in  a  prospective  study  to  evaluate 
outcoine  of  Lroatment  by  a  multiple  disciplinary  tccim.  All 
children  had  c!^eir  myolomeningoccle  repaired  follovring  evaluation 
by  the  team.  OcthOi.>odic  and  urolcgical  treatment  was  begun  during 
the  Initial  hccpitali  zotion .    Nursing ,  occupational  and  physical 
thcr<:-py,  di'jtary,  psychology,  and  social  work  were  involved  as 
part  of  th3  t.":am  from  the  outset.     After  discharge  the  childrea 
were  HollowGd  closely  by  the  sarna  team  in  the  outpatient  clinic. 
Education  of  the-  child,  of  the  parents  and  assistance  to  tho 
family  in  habl I i tation  of  the  child  in  order  to  attain  the  most 
inut-^/wiiuonL  co-ixjuLxti adult  life  possible  is  tile  uiTiiinaw*:-  t40<ii 
of  t'.if^  team. 

RESUIiTS 

The  period  of  fi^l low-up  is  from  3.5  years  to  7  ye-^rs.  Two  of 
the  children  have  been  lost  to  follow-up,  14  have  moved,  but  a 
recent  evaluation  is  knowa  to  uc,  and  the  remaining  living 
children  arc  followed  in  our  clinic. 

Eighty-nine  percent  of  the  children  had  their  back  closed  in 
the  first  24  hours  of  life.    The  other  11  children  v/ere 
traniaferred  later  than  40  hours  of  life  and  were  assumed  to  be 
Infected.     Following  antibiotics  and  cleansing  of  the  b^ck  the 
repair  was  undertaken  v;hon  cultures  of  the  back  were  negative. 
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Preo:3.-:  uliive  ii.)Lor  CunchLon  is  siii.'iir.irizcJ  in  Figur-:  1, 
r'ollowing  :iurL|ery,  at  10  days  of  life  a  repeat  motor  exaniinatior. 
showed  a  significant  improvcin'.'int  in  motor  function.  Motor 
iniorove:nen!:  v/au  con!jidered  significant  if  the  functional 
LMprovem-^nt:  added  function  accoss  the  next  joint.  Functional 
improveir.  nf:  persisted  beyond  the  1  year  follow-up  examination. 
Detaciorat ion  in  function  is  considered  an  indication  for 
diagnostic  study.     Hydromyelia,  teth'jred  cord  and  inclusion 
der:T:r:ids  hcive  explained  deterioration  in  childr»in  follov;cd  in  our 
clinic,   but  no',  part  of  this  series  and  deterioration  has  boen 
reveresod  by  appropriate  traatment. 

Hydrocephalus  requiring  a  shunt  d^vp.loped  in  80%  of  the 
childr3n.     The  ventricular  volume  wa^i  cibnorirally  large  in  an 
additional  L5ft  but  no  shunt  was  inserted  if  the  ventricles  v;Gre 
.        -..^qjOtiLial  CT  sCuu3  and  the  child*  ci  dtsV^l^jOiaeiiL  wa»  on 

time  - 

Aln^os'..  tialf,  43"^,  of  the  children  with  a  shunt  have  not 
required  a  rfhunt  revision.  One  revision  vms  required  in  16%,   2  in 
16?;,  3  in  S'i,  4  in  81,  and  5,  7,  9  each  in  1%.     A  shunt  infection 
occurred  La  10,3'   of  the  procedures.     The  majority  of  gram 
noq-\tive  infections  occurred  in  the  first  month  of  life  and  were 
significantly  higher  in  children  with  delayed  bach  repair. 

Yearly  de'^elopt^.cntal  asnessrr.ants  i::cluding  intelligor.cc  arc 
obtained  on  most  of  the  children.  Development  is  nornial  in  73%  of 
the  surviving  children.^ 

Ore  half,  54%,  of  the  children  are  community  anbul»itors  and 
only  0>  are  continc-d  to  a  wheelchair  at  the  present  time. 
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Twonty-fouc  ijercciiL  nre  exerclsn  ambu'tt^ors  and  l-lA  uso  o 
wheelchair  in  the  co».'.,aunity  but  not  in  their  ho;r.<^. 

Urinary  continence  has  been  achieved  in  87^  of  the  c)uldren 
who  are  over  4  1/2  y  ^ars  of  aije.    We  do  not  feci  incontinence 
prior  to  4  1/2  years  predicts  contincv.cfj  at  school  ag'j..  urinary 
divcirsions  to  the  abdominal  wall  were  performed  in  5  of  the 
earlier  caavja  and  3  of  these  subsequently  were  undivorted.  Clean 
intermittent  catlieteri zation  in  combi::cition  with  pharmacotherapy 
has  led  to  the  high  continency  ^rate  an-^  made  urinary  divei'sion 
rarely  necessary. 

The  surgical  mortality  is  2%.     Onz  child  died  immediately 
after  surgery  of  respiratory  distress  and  another  died  of  sepsis 
following  breakdown  of  the  bick  repair. 

The  overall  mortality  Is  14%  at  3.5  to  7  yours  of  follow-up. 
Twelve  ctuiaien  aied  aubaequ^tic  to  ditcuar.  je,    r  ui.   cheaw  utrrti-lia 
were  aGr,ociotiii  with  hindbrain  proble;n^  of  the  Cb.iari  II 
malformacion.  Three  chiJ.dren  died  because  of  respiratory  problem's 
caused  by  coi?pro-u30  of  the  tlioracic  cavif-y,  by  ho  iu vertebra  and 
fused  ribs  limiting  the  development  of  the  hemothorax.  Attempts 
at  surgical  correction  on  children  not  part  of  fiis  series  has 
not  beer^  successful  and  it  was  therefore  elected  not  to  operate 
on  these  children. 

Apnea,  stridor,  and  reflux  with  .i3r;iraticn  -  one  of  those  or 
in  some  combinr.tion  -  was  significant  in  221  of  the  children. 
Chiari  II  symptoms  are  ,inore  severe  in  our  series  in  those 
.  cJildron  ,v>ith  low  lupibo.'sacral  lesions  and- function"  in  their  legs. 
Posterior  Cocsa  decompression  was  performed  on  4  of  these 
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ch'.ldr":ii.  SuL'cequenJ-.        ileconiprv 'jsicn ,   J  iiod,  1  cM'll  rei(u.'.r-2s  a 
tracheoGtoiny  and  1  h.i'Z  bccoioe  ar.iynptoi.' :■  r.  ic .     01  the  renainir.g  28, 
9  UnvQ  died,  1  continii'js  to  recjuire  a  ii-:.cheostoiny  and  the* 
problem  has  ro550lvcd  in  the  other  18  cl;.i..l  dx  en.  Thur-;  11  of  32  have 
died  for  an  ovorall  mortnlity  of:  34%.     It  should  bo  pointoi  out 
that  2  of  tl^esv,  are  thtj  children  con:3id^roO  opcrativG  deaUhc  and 
3  are  the  children  with  comoro:nir.e  of  tl.oir  heDiclv.-^rax. 

Of  the  8G  survivors  who  art:  over   \  1/2  yeari3,  47%  are. 
intellectually  normr.l.,  continer:!:  of  urino  and  con:.-.unity 
ambulators.  An  additional  28%  over  4  1/2  ye.ars  <ir:j  intellGctaslly 
normal  and  continent  but  do  not''::mbulate  in  the  coi"xnijnity .  Total 
percentage  ol:  childr-.:!)  who  could  be  independent  and  competit  ive 
is  approachin^j  70-80*1. 


patients.    The  extent  of  prior  selection  by  the  physiciar.f.  v;ho 
refer  to  ChilJren*s  Memorial  Ho^pihal  is  unkncv/n.     All  children 
were  aggi-essively  tronted  initially.  In  r.bout  10?.  of  the  cases  it 
ultiu.nteiy  became  clear  that  continuation  of  aggressive  thera£;y 
WC.S  inappropriate.  The  operative  mortality  should  be  near  icro  in 
this  group  of  children.  Renal  failure  as  a  primary  cause  of  death 
has  almost  been  eliminated.     Symptomatic  Chiari  II  problems 
cont-.inu*fs  to  >>*  the  niajor  cause  of  death  in  these  children. 

Close  scrtitiny  of  these  children  reveals  that  almost  all  of 
the  children  have  some  ^symptoms  of  hlndbrain  problems.  Mothers 
relate  that  tlioy  "spit  up"  inorc,.  choke  e.isily^  tolerate  changes  * 
in  food  texture  poorly,  and  have  occasional  respiratory  paus 
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.J    i  :i  ir.cr. ,.   u;    theii'.'  childron    i  ;   l  rG:;i:]t  of  shiip.:. 
,  -  1'  •  ■  n  ;  .       Unf  c  r  t.an.it«M  y  ,   oiir  shutiL   infection  rato   in  this 

w\:   .vill   fr;  Children  L;lo':(;f3  l.iuo  v;:;r3  at  -jr-i-^c't^st 

:' r    ; :  .     n-  ; . i .  i    ■  v n t  r  i  : u  I  i  t  i  ii .    K  v :? r y  effort  ::hou  1  C,  'c in  i 
•:■  t:i.    sr.mt    in' ■!(:{.  ion  rato  Mt  a  mini  mam. 

V.  If..!        ;nt  of   t!iv:i  hy di  ^.cc  ;-h  a  lus   :t    t^.'vie i       the  da^  i  -.'.iS 
!•         ;f  a  proDi'      tlian  lii:?  author  thoia>.jht.     v:e  tGnd  to 

r   tK-   c  i:!J  vit.;i   9  rev;;;ionr.  ^r,:\   Lorc;ct   th^it   20%  \r^r  2  not 
si,    j'     cf   th.^  ;-.!', ".nt'»i  chilir'?n      ■  .  j  not  r-* Triced  a  r:;vi.;ioii 
ly    lo.        .  ■   r'-'Ti*    ""d  br-LA-e'?n  4   tc  'I  "»ision3. 
Mo t :    . i  ■  ■ r  i o r i  o n   in  a  child  \: i t h  a  ny 1  o r> - n i  .■.30c.:  1 
it--.',   f  .rriiv'r    !' ^•;:-.o::tic  studies.     Tethered   '     J,   hycr  o  r.ycl  i  i , 
I-'^r  vi  1   'uf.Y-)r*;  h.ivo  t?xpl."»  i  ned  m-otor  dot'?ricra':  ion  in  c'^l idrar. 
■j^f  1  L,   'jur   t'.vr.i;  Li'it  not   i:ijl^ooU   in  this  soritjE.  Hi^cov-jr-.' 
-.•■•i  .T'pro;^:-;  .v.     nuriji-jr. )    i  iter vor.t  ion  .     Por.t  jr:orati v; 
)>■■;-••■      ift-:r  rr.y   loinoni  n;<  rt.'lo  repair  notod  at  10  dayj  of 
,    r.  1 P--; X  ;i ■      ''iruatjt;   Lht^  period  of   this  stur.y,  Ir?provo:?oi;. 
1  :.,  ■    *.  ?t';  1- io  r  I i  on  to  the  prcvio-.ir,  level,  natural 

di:'r>i»:  d^scrib-'J   in  tho   litcratac-^  v.'as  not  borne 

Tlio  f  i 1   anbu  1 t  .>ry  a  td  tu  r;  of  ma  r,y  of   the  jo  ch  i  l-tron  wi  1 1 
*t   r  T 1  ;:■■*.  'lu  r  i  r.  7  th-i  1  r  t*-  tin  a  00  years.     The  oro  jectod  i  a  t<*  oT 
•j;!'.  ::y    :;r.i;a  L-^  t  i  on  :r-iy  be  to  high  but  v/ith   improved  orthosiii 
I'.abi  I  i  t>'.i.  i-.>r.  tc^'hniq  uis  tlii",   level  nay  be  reached. 

Th'-r  r  •  ■      !  :  t:  v   r  ; !  •; ,   now  at         ,    shoj  Id  stabilize  within  a 
;,  I  J  '  i-'nirw..'  of   14%.     ,'-:oi:t  of   tlic  children  with  licvore 
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prohl  .....:  hav,  .ti-.l.     Ti.-  clilUr...,.  .'...t  at  fisk  aco  ■.hose  wit.i. 
hydrocoolMlun.     All  o£  the  chili.on  who  h,v.-o  died  in  this  ot.„Jy 
had  hydi-occplvilus.     A  shunt  malfunction  or  a  cnnplication  oC  a 
revision  nv,y  cau:>e  the  d-.ath  of  children  in  the  EuLa-.:a. 

The  survival  and   -up-ctlonal  status  of  this  gror,,.  oE  children 
is  sup-rior  lo  most  studies  in  the  literature  inclu.Ung  thoLO 
evaUnting  only  patients  selected  Cor  trea  tnent .  ^  '  ^ '  «  .Aggressive 
n^nagopont  by  a  knowledgeable  tea;,  anfl  clos=  foUow-up  enr.ures 
both  survival  and   improvod  function. 

COUCLUSION 

Although  ve  are  far  from  a  cure,  the  fucare  b::coMes 
l-roq.r.RBively  opti.r.istic  for  these  children.     Only  time  will 
confir.n  whit  is  in  store  for  thesa  86  surviving  children.  The 
mortality  rate        low  in  this  series  a.id  the  quality  of  survivr.1 

j-.-L  .,„.;-. i-j       t;-.>-  ci.ii^i.-^;.  -pp'I--^  ::-'...;:itaLi:..., 

acc-:-.:  '.-.ou- i  r.g  ,   and  job  ojv.or  tun  i  t  icr   rn:n.iin  aj   -ociet.-.l  , 

prcbh-n'r,  to  be  solved. 
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Senator  Dknicn  Tlumk  you,  Dr.  McLono. 
Father  I*aris'/ 

K  'MuT  Paris.  Yes.  ^\v.  You  have  niy  stat(»mcMit--thore'M  one  cor- 
ri.'cv  V  Page  1)  of  the  text,  at  least  as  it  was  distributed,  is  from  Dr. 
Hai.'  -.  s  article,  and  not  from  mine.  My  page  9  is  missing'  [Laugh- 

[  thr  '"♦at  the  first  anniversary  of  the  death  of  'infant  Doe  is 
an  a[)p'  ^  ^iite  occasion  for  reHertion  on  some  of  the  moral  impli- 
cations i;i  'i  act.  It  certainly  has  stirred  a  raging  natitmal  debate 
on  infantu  "letting  nature  lake  its  cours^.';''  son\e  even  seeing  it 
as  an  occasio.i  :     :^ercy  killing. 

I\'rhaps  the  >  .  ell  known  exponent  of  that  view  is  Dr.  Ray- 
mond Duff  of  \  :v'>  •  -v  Maven  Hospital  a  physician  with  whom 
I'vi."  I)een  in  con/M'  sition  on  issues  over  the  past  2  years;  and 
uiih  \%hom  1  di.-  -irpletely.  totally,  and  unreservedly  on  the 

nuritreatm^/nt  c  '  .  j-lrome  children.  Tve  told  him  so. 

1  think  his  f  iftM.  '  ;:«<  (.niscionable;  I  think  it's  utterly  unac- 
vcptabic:  I  i':.f  :■'  t  Jil  ■  'r  ■  denounced  by  the  profession  of 
inriiicine;  1  tfiii.*  rp.ev.  la,  .MM^alling  that  the  established  prac- 

I  Iff  of  mfdit  ijv  lei  him  gei  :way  with  il-*the  sort  of  articles 
he  [.rinted  in  1  m:  atricr  -in  aii  unresponded  way  in  the  past  few 
rars.  ^  ^ 

For  iii.^taru^.  in  ll»-'()  u:  '^Vdiatiics,  he  wrote:  '.'achieving  deal. i 
;md  in  lart  killinu  mav  ht  .\  .^oriov/iui  and  painful  obligation." 

Similarly.  I  tinnk  thep/h  ni>  ability  on  the  pait  of  any  serious 
'  person  with  ethics  tj>  accept  tho  sort  of  statements  we  saw  of  Dr. 
Alex  Haller.  thai  Him  the  Kennedy  Institute  did  several  years  ago, 
iri  which  he  argues  'hat  ".nine-  it  is  morally  licit  to  terminate  the 
!;{(  of  a  Do\^ n's  syndrome  fetus,  so  likewise  we  ought  to  be  able  to 
ti  i  i.iirratc*  the  iiie Of  a  nev.born  Down's  syndrome  chMd." 

:"uu  h  iiction  is  murder:  it  oueht  to  be  treated  as  such.  , 

Such  action  1  also  bMiove  is  directly  contrary  to  the  whole 
.iiuiaeo-Clirist  ian  tradition  and  our  understanding  of  life. 

[.li'  is  \\\  fact  not  soinetiung  that  we  ourselves  design,  but  it  is  a 
i.M!t  (»1  (-(Hi.  It's    ;:ifl  and  it's  a  task  and  it's  also  a  journey. 

Hut  death  is  iikewjse  part  of  that  journey.  Dvalh.  at  least  in  the 
v'hristian  tradition,  is  not  the  final  -ictor.  not  the  final  state;  it  is  a 
>tage  alonu  life's  wav. 

In  fact  the  past  week  we  celebrated  floly  W.-ek.  the  story  of  l:te. 
suffering,  the  [)assion.  thi  death,  and  -  the  I'esurrection  ot 
•Jrsus.  ■ 

And  it's  ..gainst  tliat  story  that  a,t  h>ast  th*-  Christian  determines 
how  wt'  ou::ht  t(^  act  with  r(»gard  to  lifv. 

llnfortunatelv  I  think  that  in  this  paiticuU:^  age.  if  God  is  not 
ti  'ad.  he  is  at  "least  irrelevant  lo  the  practicr^  o:  >  iO'licine.  It  s  an 
a^r  t)r  un  belief  in  which  we  substitute  other  value.  There  are  two 
M'ally  Hi  '.pant  in  the  land,  f.^ne  of  which  is  Dr.  Duffs  selfcentered 
Iv.'donism  m  which  persoi;  i!  pleasure  and  personal  predeliction  be- 
,  Drnes  the  onlv  ,aiue.  Si  r«.Ting  at  all  costs  is  to  be  avoided. 

iUit  there  s  *a  s(»c()nd  k*-'d  of  response  which  is  a  substitute  equal- 
iv  as  dangenuis  and  fui'^v.  !  be)'  as  threatening  to  the  Christian 
tradition,  one  1  call  \italism.  ....ie  which  elevates  life  frorri  the 
sacred  into  .he  absolute,  makes  life  no  an  uh'mate;  and  it  de- 
mands and  iecjuires  all  known  rms'isures  to  prolong  it  be  used,  re- 
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^'Mi  dless  of  ihv  tiualily,  rognrdless  of  thn  cost,  regardless  of  the  con- 
-  .luences,  re^uirdless  of  the  suffering.         ,    ^       ,  i  . 

Its  position,  !  beUeve,  is  as  idolatrous  as  the  first;  the  new  golden 
calf  before  which  many  bow  down  to  worship. 

It  is  a  value  which  I  think  would  transform  us  from  persons 
having  worth  and  dignity  as  God's  gift  to  being  cogs  in  a  machine, 
being  something  plugged  in,  the  world  turned  into  a  hell. 

Death  in  thai  scheme  of  things  is  always  an  unmitigated  ovil, 
always  a  disaster,  always  a  failure.  This  is  the  view  you  saw  in 
•Whose  Life  Is  It  Anyway?"— what  Dr.  Emerson  decries  the  newly 
deceased  person  as  a  failure  of  medicine,  incompatible  with  its 

practice.  ,  ,     .         ,       i  i.u 

If  you  take  these  kinds  of  modern  idolatries  and  apply  them  ovei 
to  the  practice  of  medicine,  what  do  we  have?  The  vitalists  would 
insist  tiiat  we  must  always  do  everything  possible  to  preserve  iife; 
the  pessimists  would  end  it  whea^ver  the  burden  or  ditticulty  is  te- 

dious.  .  .  .  1  I  i 

If  vou  see  life  in  the  Christian  tiadition  as  something  sacivd  but 
nol  absoluK-,  you'll  understand  thai  there  are  limits  on  what  we 
can  do  and  irere  are  limits  on  what  we  ought  to  do. 

We  do  not  end  life  then  because  it  presents  emotional  or  rinan- 
cial  strains  on  the  family,  or  because  of  the  philosophical  disposi- 
tion of  the  physician,  or  because  it's  considered  a  private  matter; 
bec:v.ise  we  understand  that  even  loving  parents  can  and  tiave 
made  mistakes.  ^  u  •  i 

We  also  see  that  the  decision  to  act  is  not  simply  a  technirih  one. 
We  also  realize  as  the  editors  of  Lancet  spoke  in  1980,  l:'i\t  the 
si;  '\ple*minded  solution  of  simply  doing  ev,-iything  is  to  cause  po- 
tential ruin  and  pain  on  the  family  and  on  the  patient  is  not  neces- 
sarily the  only  way  to  proceed.  j  -.u  ,v  « 
1  Miink  to  proceed  with  the  vitalist  stance  and  prc^ceed  wiin  the 
ar^v  ur^ni  we  must  always  do  everything  possible  is  a  tragic  mis- 
take and  or-/  which  violates  good  ethics.  ... 

So  1  believe  the  Health  and  Human  Services  regulatjon  is  a  mis- 
uuided  misapplication  of  good  ethical  principies  It  s  too  broad,  its 
too  blunt  for  the  kind  celicate,  nuai.ced  complex  decisions  to  be 
n-i  de  in  neonatal  unV  s  i  think  it  violates  the  principle  of  subsi- 
diaritv  ihat  sayr.  that  we  ought  tc  use  the  local  as  opposed  to  a 
hiur  r  leve!  decisionmaking  if  at  all  possible. 

1  think  that  the  ph-asing  is  altogether  too  vague  and  too  open- 
ended,  subject  to  misunderstanding,  to  misinterpretation,  to  mis- 
taken application  U  fU;„^e  oc 
Ev;m  suw.i  things  as  customary  and  ordinary  care,  such  tnings  as 
•.,OM.  are  subject  to  widespread  misinterpretation  The  celebrated 
-a-^  in  Los  Angeiey  at  Kaiser  Perm...,ente  Hospital  in  which  I  tes- 
tified for  2  days,  had  to  do  with  the  question  of  the  withholding  or 
trr^atment  from  a  comatose  patieiit,  a  patient  that  reports  subse- 
quently indicated,  never  stood  a  chance  to  attain  anything  but  a 
cl^onic  vegetable  condition.  *  i.  i.  u 
The  nurv  protested,  70U  cannot  withdraw  the  treatment,  be- 
•fooQ  IS  an  ordinary  mea      everyc^^e  has  a  right  to  ordinary 


cause 


"^tT'' juige  in  that  r:.,  ruled  that  the  physician's  action  was  the 
appi  jpriate  medical  response  for  a  hopeless  condition. 
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1  think  that  Dr.  Oordon  Avery,  who  is  the  chief  of  Neonatology 
at  Children's  Hospital  here  in  Washington,  put  it  best  in  an  op-ed 
column  he  wrote  in  the  Washington  Post  about  a  week  ago,  in 
whiih  he  said,  the  particular  regulation  we  have  now  would  simply 
reduce  physicians  into  being  technicians. 

What  then  can  we  have  as  guidelines,  as  norm? 

Certainly  the  Roman  Catholic  Church  has  been  an  institution 
very  concerned  with  the  sanctity  of  life.  In  1980  it  issued  a  declara- 
tion on  euthanasia  in  which  it  attempted  to  recapitulate  again  its 
400-year-old  tradition  on  this  topic. 

And  it  said  that  what  we  have  to  do  is  to  assess  the  proportion- 
ate benefit  and  burdens  that  accrue  to  the  patient  from  the  treat- 
ment being  proposed.  It  says  that  life-sustaining  interventions  are 
not  always  morally  obligatory,  not  morally  obligatory  for  handi- 
capped children,  nor  morally  obligatory  to  any  other  patient.  • 

And  we  don't  distinguish  children  from  others.  We  look  at  all  as 
Gods  gift,  we  look  at  them  all  as  humans  with  dignity  and  worth 
to  be  protected. 

But  there  may  be  a  time  in  which  interventions  which  are  avail- 
able and  can  be  used  may  produce  a  disproportionate  burden  on 
that  individual  and  merely  prolong  the  suffering  and  the  dying. 

The  assessment  of  these  are  necessarily  going  to  be  value  judg- 
ments, not  mathematical,  computer-based  decisions. 

What  we  need  are  guidelines. 

Father  Richard  McCormick,  a  colleague  of  mine  at  Georgetown,  I 
think  provided  the  finest  statement  of  this  in  an  article  he  wrote  in 
The  Journal  of  the  American  Medical  Association  in  1974,  *To 
Save  or  Let  Die"— in  which  he  said  that  we  have  to  make  quality 
of  life  decisions.  They  are  inevitably  going  to  occur.  There's  no  es- 
caping that,  because  any  determination  not  to  treat  must  be  made 
on  a  decision  that  the  quality  of  suffering  and  prolonged  agony  is 
not  in  the  patient's  best  interest. 

And  we  have  just  authored  an  article  which  will  come  out  in  the 
next  week  or  so  in  which  we  tried  to  extend  those  guidelines. 

The  President's  Commission  report,  which  I  think  is  a  magnifi- 
cent statement,  and  I  think  it's  the  model  that  this  committee 
ought  to  use  in  its  own  formulation  of  policy,  tells  us  that  we  have 
to  have  very  strict  standards;  and  the  defect  that  we  would  have  to 
find  would  be  such  that  it  would  be  so  severe  that  a  competent  in- 
dividual would  decline  treatment  under  such  circumstances. 

Certainly,  the  Commission  says,  and,  I  agree;  Down's  syndrome  is 
not  of  that  magnitude.  It  is  not  and  never  has  justified  nontreat- 
ment. 

One  of  the  things  we  must  realize  is  that  concrete  rules,  concrete 
regulations,  do  not  make  decisions.  They  do  not  replace  profession- 
al judgments;  they  do  not  replace  prudence.  They  cannot  illumi- 
nate doubt,  uncertainty,  anxiety  and  ambiguity. 

The  President's  Commission  tell  us,  and  I  think  they  are  correct, 
that  judges  and  bureaucrats  are  not  the  best  way  to  go,  precisely 
because  they  are  too  remote  from  the  clinical  sitr?tion.  What  they 
propose  is,  and  I  support  the  idea,  that  we  should  have  in-house 
treatment  issue  committees  or  ethics  committi^es  to  make  the  as- 
sessment. 
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In  thai  '.Vii/  we  guarantee  that  there  will  be  guidelines,  there 
will  be  familiarity  with  the  medical  setting,  there  will  be  communi- 
ty standards,  there  will  be  an  insulation  from  the  glare  of  public- 
ity, from  The  autonomous  phone  call  in  the  night. 

Tlv  re  will  be  protection  from  fostering  of  political  forces  that 
might  serve  their  own  purposes.  It's  a  way  I  think  of  distinguishing 
infanticide  from  acceptable  medical  options;  and  I  think  it's  the  ap- 
proach to  go. 

[The  prepared  statement  of  Father  Paris  follows:] 
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Chil  If. 


t  >ri:i  on  ih"  CMr«;  ot  ILin  l  i  c.ii)! '  il 
John  J.  Par  in,  S.J. 


Mr:-,t    Himv.'j -...iry  ■.)f  th»:  do.ith  of  InUiwr  Do..-,    w'vJ^ril  U. ,   1982),  a 
Ij   :r.r  bib/  with  .t  l.r.icha»,>f. -osopli.ago.il   fitituKi,  wiio  w.is  left  un  f  tnl 
i.t»..Mj  in  ■»  {il.xiniuujtdn,   IiKli.in.1  hotipit-tl   (or  eiu^>^  d.T/u  until  it 
"d!   rMturtl  .'•  pt '.v.iMitr.  the  occ.u.ion  to  rclloct  on  the  moral 

iorr.         thar   <;i.,".     T-)'.''  Monroo  Ccju-;*  ,-'  i-'uurt-;  .in^i  thu   Ijidiana  5uprem«j 

.ir.?n:n«'n^  t-h-*  :r.-.  i.?  and  oach  d-.-r  ■  ';'>t   to  ir.ti>rvon«.«  aqainat 

n's*   .l.-r.-iniii  It  Kin  ti>   I-t    th«;  child  di<;.  MUi.«d  th-j  parent:;  actions 

.il..;"  Idx'l.-d  It.  "'in  t.il'.l.'  rvi.il  option." 

r'iil   :,>'-■•-.  if.  'Jv  .MS"  will  ru.'VL^r  bt-  kii^wn     i?r,Tir.i.'  t  u.>  court:;  hav<j 
.  T'.  ;t  thi-   r.k:T-i;y,     Whiir.t;-.'('f   tl'.f   r»ictr>.   and  they  wi.>r(: 

i,v.    ,         .i.;  ;  iiy   icia*:;.  bt-*'..T(.'  tin.-   lowrt   coul' t  a  ,  |  Ch  ic Jiir.t.ic.' 
.         'it    Tlf   I'.  11. in.)      .t  r.-r,.'  C'Jii*     t;i.i  int  .t  i  :>.'d  t.h(?  p.irunt:;  w»>re  lovirv;. 
^;  ;,.  "■^,i;;t"l    ':i '.  V  Ti     J-  -^i'..!".  -.■i.''  b'-"-.r  tor  thu  child." 

..K.t  -.tirr'^d   i   r.i-'  t      :;Lit;or.,il   .L'Sj-it*-  nv»?r   rho  pol  iciOG 

I  *-hf  r  r«j.tt  <;i    ;,»-v*'t.:ly  nan  1  icapp-^d  nowhorr^;:, 

wiii.;ri   r»-v-M         ,1  wit*!  ..Ji  v«.>rs  i  ty  n:   viow:^  .ind  <.'x'i  •«;■.■  t  .i  t.  ion?; .     Some  yaw 
.  ,  ,  I,:.',  .ir.  "lettiiri  n.it:ur'*  r  ik-:   itr-  <:nMiL-'-,"  lit  til  other; 

.    .1,-.        :    t   "ri.'i  -v  ;-i  1  lii'.'i. "     To.i.iy  X  would   I'.r."         ri.>:l"ct  witli  you  on 
tt;.:;.>  r  -  si.r  ■  ti%.-.  .     Porhipr;  the  r,o--,t  we  1 1  -  ■•:iicjwn--aiu:  tn  T^y  view  unconsion- 
1  iit.T(;;  ly  a:i,i>;''"|  t,d;le--r<^'-^"  i-^J"         "'^^^^  '-'^  ^'^^   Haynofid  Dill  f  ol   the  Yale- 
f-r,  Hr',p:tal.      T:i  In:;  farr.-,')';  Now  f:rr  l.ind  .Trurnal  of  M«;dicine  article  iti 
"VVi  il   .ind  KthiMl   Di  l":rjn.r;   in  tr.e  .^p«?f:i.il   C.ire  rhir:;ery  Dtiff  <irquo5, 
'h.>.t\iraly  attc^rrvoy  in  Intant  Doe,   chat  thc:;e  are  "private  decir.inns" 
■lioulJ  be   lett    li^  to  the  tanili*.-;  .md  thetr  prof  r-nr,  lona  1  arlviGors.     In  an 
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Jcihn  J .   {'a:  \  :; ,  S.J. 

jiTi^l*'  wSii       I  wi  >t--   in  L>iw.   M-»(h::ir,<;  ,Trni  itecilth  Care  in  June,   1982  I  criticized 
Duff's  {n);;L-,.,t^f\  as  "  norrilc  sr< , "     Thore  arc  no  guidolines,  no  principles,  in 
I/u:  f':i  prfipon.il   for  th«*  physioi.ui' rocomnendat ion  or  the  parents'  decision. 
Tlu-"/  aic  Jinply  jci  hoc  docinions  and,  ac  such,   they  Crin  be  made  quite  poorly 
j:;  «>a;,  ily  as  «.j\j).t»j  wo  1 1 . 

As  t^.«'  t'jitnouG  Joh.jii  JJof-kins  cjne  makes  abundantly  clear,  parents  or  physicians 
may  de'- ♦.•rir^iiu'  not  to  trotU.  cn  such  slender  grounds  as  "A  Down  Syndrome  child  with 
d'^cioT',  >1  Jtr«j'.;ia  wui IJ  be      financi.il  and  emotional  burden  on  the  rest  of  the 

I;i  :.■  }  i.f.*  .uti-l»;!i  Duff  has  ^or.ti  oven  further.  In  Podurrics  for  »^prll  197^ 
)-.'    vri*'.-:..   "Tlt'M'-'  ar>'  '  nr>  when  dt'ath  may  be  a  nort*  prudent  choice  lind 

a     1  .-v  1        l-i':,   ' \k  r.iL':,   V.illinq)    .i   :orrcwful  and  painful  obligation."     He  then 
!•  ^        i  .  t .-    ir  :  ;<*  '^..it    J  i-^-^r,  Pa*.hnl   is  correct  thar  there   is     "flo  moral  diff'-'rence 
;;•'?-■••>•:.  ,u:t:vf   tr..l  ra;.D  ivtf  -".it  h.inas  la , "     Ai  recently  as  March  1981  in  another 
ar*-i  .        ir;  t*^  Duff  aiTJu;;,   "Jhn  role  of  the  family  must  bo  acknowlo  i  i<i'i 

•  uvi  s-.;:  :  i:  rrnd  .^von  thouqi;  the  resulting  decisions  occasionally  risk  violating 
or;.;    >i  .ifiuT  hc*r  of  rr^.T.«!r       ,  perhapi:  conflicting,  moral,   rpligious,  or  legal 

Ii-::  t   i:;  Toin-(d  in  his  ■.'lcwj,  by  such  phyiiirians  as  Dr,  Alex  Haller  of  Johns 
H::  ',i:.  -.  vi.    ar  i-ior.  that  ninct--  it  is  morally  licit  to  temmato  the  life  of  a 
L'ovn  ^"t*  :>f.:r>  it  oncjht  likewise  to  bo  morally  licit  tc  terminate  the  life 

of   1  n'r-born  Dovii  Dyndrnme  child.     This  la  simply  murder.     It  should  be  treated 
ar.  su,'n. 

Tivf  i'.;nv;p  ir,  how  aro  we  ar,  a  locmty  best  to  respond  to  such  throats  to  the 
sacredr,i.";s  tif   life?     I-'li:;t,we  nust  place  life  and  our  oblnjations  and  duties  to 
prcser-.'*  it  in  perspective.     What  in  the  Judaeo-Chr istian  tradition  would  equip  us 
for.  help  ufi  to  rcsolvp.  some  of  the  terribly  difficult  ethical  dilemmas  that 
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.'.ri  J.   V:\t  : .. .  y.  J. 

ci.:i:r..>f\t  i'.u-;.*.!;,   :j;;v  •>  ii;  i  jr.:.  jnd  j^cict.y  jti  the  birth  of  a  sevorel/  harulir-a;.:  i 
.•.•••-.L-.*:.-. .'     •<.•:  ,;,:  ...v  iniriinq  tt'.e  i;i/.:  jific  <.ia(*;;r. i on ,   lut  u:;  exjnmo  sotTii.-  of  th*.- 

t  J 1  ih.-'fjLoijicjl  th':n.fu  of  th«  Christ  un  trodition  that  provide  UMd-^'i '^tund  i  n  t 
ir.  i  wi:;.ion  ut  wh.it    it:  tniMns  to  Lc  himnn.     The  tr>iditior;  boqinu  with  tho  b^'lv^l 
th.iC  r,(5.J   ir.  the  <.-z->.\'.'iC  .jf   lif.j  an.!  if;  j  :.:server,   th.it,   life   ia  a  qift,  ond 
th.it   life  tM'i  v.ilu':-  b'j'..iuj»/  Cod  15   It:;  »«nd  and  goal.     As  Custjv  Mahl'>r  jiut  it 

'  <M'>  }uefH.ly  in  hi.i  i^MCund  S'/mphonv:   '"Wu  have  come   from  Cod,   and  t.o  llm  v.- 
:  .  .t   r«.'t '.:r:i.  ••     I.ife   iD  not  only  .\  'jiit  and  a   tayk»   it   ii.  aUc  a   ^oMrn'-y       ...  .. 
jr.  A   journ.-y  fron  Zo'^  .wid  back  to  'lori,   and  death  is       part  of   thJt   jr,.irney.     !-  . 
•  I     :ioi    .1  Victor  but.  a  r.t.iqr  .ilonq   Ufo'<~.  w.iv :     not  a   fi;;ol  state.     Thv  jItLir.it' 
•    "  •        '^i'-'  rtistcfoticn  of  thj  fuil.-.ess  of  the  kingdom.     Tnjj .    it  iii 

■  I         It -"If.  wiiioh  iM  ultim.jt'?.     r.ir  ^h^•  Hi  r  i  s  r. » .m .'  ■!,<-.. 

w;.  ;  h-'.:  ••  >■   .n  t  n.'  U:..'.  death  a:v:  r.-sur  ref:t  ion  of  Jcsui;,  death  has  hren  ')v.Mt.-r-. 

■■•       ■    '        :  vi'. '.'U.   .iniJ    ill   M.f.i;  wnn  believe  >iii(l  .n.'.ujfjt  'iL.t 

li».t-«.  ...  ;..jvm  ■ -v.-r:'j:ne   it3  d.'iea':.     Th'^y ,    m   t.-;e  wor'rl;;  of  Joh;i"i.  ■'.■z,:\:.>^\ ,   "u  i  .  i 
-  1   w,.  ..n    -r  .     1  ,l,.y.-' 

"or  t::e  believer,   this  stcry  provid«^s  the  Tneaning,   the  purposG  and  th^*  valu 

\^t>V::oi\\.fj)<.Hi.      It    1 1  -.u  t  c  1 1  ^;  US  the  treaninq,   the  purpof.o  and  the  va  Lue  ot  li:<-' 

j'jur.-.iy .     '.^iheti  de'.  ii,  ion  nakmg  is  separated  from  this  ^tory,   it  loses  its  oersp** 

r>  ■■••r  lous   [itobli/n   r.j..iruj  .->iu'  pr<:!jeiit    lujl-   is   that   it   it;  an  aqi;  ui  unbeliei. 

Wit.il  t)i..  tiemi;;e         reli':i<juu  we  hav^.   mi*  of  two  vety  diverge  Gubstitut-j 

v.iiu.;.      ('nil'.         ..  •  1  ;      .  Ill  f  ■  I  I'lJ  lnvlcn  i,:,[ti  wliii.j  n..   iJi.il.  our  <iwii  poii.on.ii  |ile.i 

ir,  t^h.>  only  vaiuv  m  l  ife;  th.'jt  nul  foring  is  an  evil  to  bo  avoided  at  all  costs, 
from 

■:•->).   ih--'  KKrvjtian  of  1 1 1  o        sniiit-t!Mr»ij  s.-icrod  to  an  absolute.  then  become 

*h«?  ultir.at.'  valij.;  and  all  procedures  to  "aintatn  tt  become      moral  requirement. 
Ihi:;  t fc-oiid  i('.c\um-zu  is  as  idolatrous  au  th.?   fir:.t.      It  makefs  of   life  not  a  gitt 
but  an  end  and  a  go.il  m  itaolf,  a  new  golden  calf  before  which  we  may  worship. 
This  111  the  view,  one  which  I  call  a  vitaliut  position,  which  is  .i  .  threatening 
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.11;  t:.-  ;  oi.^r  icr/;  of  DuCi  a:.^:  Mailer.       It  v.  -.i 

J I  •  iv.i' ••  i    .    it.t.t  h»M!.j  r.<tr..:.i  ot.li'.-f  than  r^r-yi   ir.    :'.fi<-  r:.. 

n- •  w  IV"    -t.-i'   '-ii.Tiy,    .J    lAil'^r-',   '<  .:i  ':r  .   ■»'>   ut  ,r,-.  1  r  i<  M  t  od  ov  i  1  .  . 

:;-..r.:;,    iti  rn...    rhnsMar.  cuta.,-xr..    ig  not  an  Jbsoict.o     ur.n  1 1 1  qat      /  tor.  >t  1  , 

,..yi:       It   i:.    I  •■'.i:'    i)i    '.h»'  hu;r..in  tjitjn.i  il  ion ,  J  -.j.irt         tho  :>:'.C'.- 

r..  i  -  hv.rran,       i.-wr   v^t   nhu   v:iirn..v  which   i  i>   th.-   total  i^v  :>(    U:  -  . 
:..li.,-v.T,    Ivlr    i:;  S'-'  ^i.  but    It   1;.  not  th.>  ultin^ato  •jood;  -  h  t.h- 

.■rvf   It   l:;  .1  l;r. it«.;d  ono. 


.  .  >.i:.v   :rv.iti  ;!i  th.it   1 1  '  :;<-   ,.-:^^-ite  -/^il':-;  "i: 
..        ^       ..                   •  r,           TV.'   it   rp'Mrnl'r'v;  oi'  ""^''.t,    rc^rj  r -U 
 •  I  , :  L  ■  ■  ^     of    ;  ^ :  i  • :  ;  r.  :i  t     1  tn ;  : ;  t.-    fo  r  n  .     ; •  c  c;r  lC,   wc  -wO  u  ^  1 

r.  r  :--r;.'.;-ct;:;  '.-.u.;-.  or  ^jliL  ier  ir.q  5r  in 

o'l:'.-  :.rt  in:  tr.iir-i  in  tcrmr;  OL  oriot  lona  1  or  :in.in:-i.'il  L.jrci(;ii  tr>  ►;!<.' 
-i.-  ^  rv;    .       ni         :)r>^'iL-;.":,K  11  n  ot   •  h.-  ^  hy t: ic  1  Jn  t:f-:t   sruiMU-  im  the 

,ni     f         -   ■  ■!    '  ■  -i'  ^    ■Hi'.    '         '-hi  l->. 

Th.K.   in:.;r.7-.-:  .-,>y  .,r  ti^uy  not    Icm.m.i  :r..,.*nont.     hr.  my  coibM'Juo.   Fr.  Hich.u 


;:i    th'.'  ic    J.J  ■.i'.^..r<:  ;*t;i;u   m    .;. l      r  i  ; 


th"  '%rruc;ql*r  to  survive,  th.JC  the  best 


Th.^;o.   t:K'uq.u  ..rc.  nor  "pri'-Mt.-.  m^ttern-   : bo  left  to  th<.  family  and  the 

. I,   nv,oH.    lov,-  ...M  .  otw:<.rn  nl'   :.,>r.Ma.:,    -an:!;  .is  UU.^r 

:n  Int.nt  I^o.- ,   lovirr;  paront.  can  and  do  nako  ni.t.ike.s.     To  think  othor-^vnc   is  to 
.i,M..i.,.....:i         '.lu!  a.-cu-.ion  mjk«n-  witli  the  rutiitrioss  ol    th*'  ilec  i  . .  -n. 


95 


89 


'1.'   t-\\:.'..f ..   r.'.;i_it    "Mil    ■.    1  ri  Jim:    ■.■l.r'il-. .    I   (.-.m   ,^  t  ',    r.  T.    t.ri.it  ti 

I  I      -J         r-.    ::.   I  :  -  i  l-j     r ..\  i iii       ^  ;ir;V  pur'. ;      lar  1 '/  .J'J*';  t.  li'irtirr; 

V(.  .  .  .ir:.-r    to   t.in,..j,   sM.  ol    D;-.  :  ■^■t■  • 

'jr  plv/Liiciar^ '  *ii:t,iLiidcs  Uiat  t:his  r>ociotv  would  find  n!-..->ccf'nt  rir.l. , . 


f.i  .,■    in   :  .■,   A'li.-li        ■ "  J  I  :  :  orri  i  .i   Lii  wtii';i   t.wo  phyj  i  ci  .in.'j 

■   :         '     '   ■  .    '  I  :  .  •       '  ■   -i    r-iit  . i'-r  wi  i  nho  I '"i  i  !>■  j    1  i  Ir;- [ .r  •  >  1 1' iii  j ; ■{ 

ATT}-:-'  ;j,ir:i».'ni:       j  ■.  1 1  :  i  r.t  ■,  .   :;u'.      tffnr,  riii  "custonaty  mt'cii(j.iL  care?"  ate 

1   ■   ■■  ■■■    p     Mi'     '■■         t,-,i'i;jl    in   rrMpjl  .it '.'.I  y  r  1 1  j      f  i        .      tjr  .  fjtir(l'->n 

.'•►-■cii.it  ol  '.yy  .it.  crii.  I^j  r.-n '  u  Hospi  tal  Ccntor  in  v;<tGn  ir.'itcn  ,  D.C. 
'    ii>  "I'i  '■')»'   iitil    m   Uu--  '..•.i'.h>n  It        l'o-;t     (M.tr..Si   „>  1 .    \'J-i\.   p.  A-.'.} 
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liandi'.-Ji  pO'i  ChilJren 
jiiijjj        r^ris,   5. J. 

"The  potential  exirits  in  this  rulo  tor  indefinUe  prolongation  or  futilo  li:e 
supports  with  jtt'indant  p«jin  dnd  sufterinq,  nii:>vise  of  scarce  .and  vital  n-.e-UiMl 
resourc«s  and  enormous  expense  to  the  corjnunity."     As  he  concludes,  "Ir  this 
term    includes  all  medical,  surmcal  and  lire  :iupporc  mariouvers  th:it  are  teciun  s 
possible,  regardless  of  prognosis  or.J  likelihood  of  success,  then  those  of  -s  vho 
qive  intensive  care  to  newborns  hJv.-  b«-M>n  rt.-mlcrod  blln^l     techn  ic  i  .jns ,   r»i'hi--  i 
cf  our  facilities  of  judgment. " 

If  the  MHS  requiJtion  is  an   inadc-jViate  standard,  what  would  b«'  ih--  i  r   |  ■■  • 
oositive  criteria  to  be  applied?'    In  19'J0  Cho  Vatican  :  s;  ued  its  "Declaration  ■  : 
Ij.LlKin.iM-i"   itj  wnich  It  cUscuiisod  the  neanr,  r.o  be  used  tt     iresorvc   U !  •.  :    "I'    "i  ■ 
br   \)<-j<;:,  ihi-;  t'>  n.iki'  m  correct   ludi-iment  as  r.o  f.he  moans  by         'I/in'j  thn  t 
t  I 'Mtni.-M':   ',0  !^'.'  it.i;  ■'.'^'r.-i-n  or  com-.di'x:  iv  or  risX,    its  ■      t  aru:  r;;,'  .  • -i.  .  1 1  ■  . 

or  -j-iinq   ir. ,  an  i  l  OT-parinq  tnoso  elements  ---ith  the  result  that  r-w  ..x;  ..>  ',.■•: . 

:.aki;>  i   i::t.  '  .iC'-ouiU   :  h«f  -.L.!!  .-  ut   rjK'  sic;k  i'er'jr;n  onci  his  or  ner  .  ... :  '  i    :  J 

rosourc'o'j . " 

Here  the  '.'.itic^n  has  iti.jntifiefl  f-o  (;ier.entr,  tr.at  ouant  to  anL-nor  L.nr  yjuJ--'-'M 
in  lifo-'suscaininq  decisions:     burdnn  and  benetii;.     This  means  that   I  i  f  r.---;ur.r.ain  i  . 
int.ervcr.t  lor.s  are  not  iriurally  obi  i^jatory-- cor  handicapped   infants  <ir  :or  -inyom-  - 
If  they    tre  eit-.hor  .Tavo  I  v  h'.ir  Jenr.orr.o  oi  Msnlo'^s.     These  are,  of  courr.o .  v<ilue 
:)udc^raents  not  mathematical  as.=jessments .     The  evaluation  of  burden-benefit  is  not 
rtluMyj;  e>»sy.     Indeofl.    \t  '.'an  he  very  bor-ior  1  i no  and  controversial.. 

,\n  oarliur  (juidL-Uno  Kr.   McCormicV;  and  1  Jovelo::<^d   for  dealing  with  handicapp.?.i 
newborn-;   fori:se(l  ou  tho  i^oronri.U   for  hnnan  relationshi  p:i  associated  with  rhe  infant' 
condition.      ("To  Save  or  Let  Dio:     The  Uilenwa  of  Modern  Mcdizine,"    Journal  of 
thr  ,\mr>viran  HfvUcal   Ar.^or  i  a  U  on ,  July  n.    1074.)     tf  that  potential  was  -.3m|»lV  non- 
existent or  be  utterly  submerged  and  undeveloped  in  the  mere  struggle  to  survive, 
th^t  young  life  had  achieved  its  potential  and  no  longer  made  I  i  fe-sus  t  aif.  i  ng  rlaim;: 
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m\j  '1  •  i  I  c  -1  •-•     d  Children 
Joh  1  J.    ?<i:-is.  S.J. 

on  out  cart^. 

Thjc  stjmJard  way  admittedil'/  qenr^rol.     It  could  cl&drly  bo  ni^uud  and 
uLrt:t-:;<jd  bt;ya;;tl  recognition.     Dat,  we  are  co.  vinced  that  it  is  f undanf?ntaliy 
>;uutui  and  that  if  further  specititfi  and  CGncrer.izvjd,  can  bi»  helpful  to  f.imxii^:*. 
physicians  and  society  in  nakiny  decisions  in  future  Infant  Doe  situations. 
W4;  suggest  the  capacity  for  hum.in  rclationshi["r:--aa  a  summary  of  tho  hur'-ici:- 
ber.efit  cvdiudt:ion--can  be  further  specified  as  follows; 

1.  Life— savjna  interventions  oughr  not  to  be  omitted  for  insn  -ur .mlj J 
or  nanaqeriai  reasons.     Included  in  this  specification  is  the  ability  Tif  thi 
ii±'J:A£!ijji£l  .L^iJliLL:        copo  with  a  bo'Jly  dinablod  baby.     Tl.is      iiKely  ro  d<-  .1 
con i.rov'->i  J i.j  1  rjuidolme  because  thfjre  ar«   lany  who  believe  that  the  chiM   ir>  ti-.- 
niLi:r.ar[.  -  uMtn  whi-n  jjjronts  unuuitcd  tu  th-,-  chailenae  of  a  di  c  adv.in  la  r--  i  i  .rv  ■ 
jndifrta>;.i  r.hf  task.     Still,   it  remains  an  '.inaccoptable  erosion    of  our  r^.r.' ■•':r 
for  -.0  r'jkj  the*  'fitt  ot    lire-  one*.*  (itipond  cn  th*-  per  snr.a  1  1 1 1  : 
emotional  or  financial  i:apacities  ot  the  p.i rents  alone.     Mo  one  oujiit  t-j  .^e 
all«jWL"J.  r.o  ilie  t; imply  fcec-ause  these  par';iir.j  arc  not  up  to  tl-.c  tj^k.     At  v.hiL. 
point  society  has  sot.o  responsibilities.     To  face  tnese  aconizing  situationr-  by 
allowing  th..:  child  to  di^j  will  morely  blunt  society's  sonsi  tivit  :cs  cn  iiii  .int'.  .- 
filled  sorrial  responsLbiiities . 

2.  Life-saving  interventions  may  not  be  omitted  simply  because  the  baby  is 
retarded.     There  truxy  be  further  cnmpl icu.  ions  associated  with  retardation  that 
justify  -/ithholdir.g  I  i fe-suctain iiic;  tro-jumi-nt.  .     But  retardation  alon.j,  as 

Cjiief  Justivo  r.ivati  of  the  fridiana  Supreme  Court  made  clear,   in  not  an  indication 
[or  non-tieatment.     To  claim  otherwise  is  a  slur  on  the  condition  of  ti»o  retarded. 
Olio  that  would  mnndato  fundamentally  unotiual  treatment  of  equals. 

3.  Life-sustaining  interventions  may  be  omitted  or  withdrawn  when  there 
is  'jxcossive  hardship  on  the  patient,  especially  when  this  combines  with  poor 
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1.  -.itij^d  Chi  l  .ti  •-•ti 
.:.    PitfJLa.  S.J. 

-i-jti.  (•-•-ij..    ler.f.jt.cd  c.wii.K-  surijor/,   lov  proqnor.is  tr-itr-.tiUntr, .    ihmo.i*;  itu:  i 

,tt  I :..riic  <..;v'ji;ni.:cit.  i<>ii  tor  Idw  birthweiyht  bJbiei;)  . 

•l.     I,itc-:iu:;r.jiniri4   interv.rnL  ion:;  may  ho  f.mitH.'Ll  or  withdr.ivn  at  a  poinl 
ahcn  It.  bocomos  cK-ar  thot  exr-.-.'tod  1  i  f can  b.:  had  only  for  a  rolarively 
jri.'t  t-imc  and  only  with  the*  continued  use  ot  artificial  li  fco-i;us.r.ainirKj 
3y?;tcn:i   (c-.q.,  Bab'/  JJt  inbO:;)  . 

Th'.'-.i-'  iVJtr-L.,  Wi.'  b«;lit.'v«;,  provide  son-..:  (juidancti  ror  the  ty[.<!S  ot    .a:i'?'-        i.  i 
:li  :.jj.>--i"n.     Ht^'ie  th'/  turn  ":iuir.tj  cjuidance"  must  be  emphasized.'  Conr.-reto  r-Jiei. 
u.;'-n         rjjcv..^  'M>  nut  ;naV,t?  d-ciiJions.     T;     '  do  not  repi.iC.;^,pr'j:U;n.:».'  nn  l  -liinin 

r.  j  .m  :    k;^::;:^,.     They  ar"  dimply  .itr  impts  to  provid«;  outlines  ot    th^*  ..r«v.-. 

h  .■  >i....it.i  (iPi;i-.-itt.-.     Th./v  (!c    nor   rr?p  1  ace  p.i  r<>nt  a  1  -  {••hy   ir  i -u-.   [.■•::.■:■   - - 

■•    •■•y,  cut  .t--''  rr.pt   to  -fnli^jhtf^n   it.     If  o'.'-.'n  'jood  and  lovir.y  p.irentii  can  nato 
•-.    '.li- It;  1   •.■V  '..HI  .i:id  h. !'.■»■-- r.h'--M   tneff  w.;':r,r    lo  be-   -.oin.'  crir.--fl.i 
.:.-Ti.-r.ti )   bv  we  ^:.in   iv:d'.;t?  the  dec  to  be  nsnt  or  vrom.     Toi"  etniJii  ;■• 

b.it  daubtL:  and  aqonizinq  problems  will  remain.     Htnce  -i  ccrr.ain  rar.^^c  of 
ciioijor;  nii:-.c   :.-e  .liL.'W.-i  to  parent-,,   a  certain  marcjin  of  error,   a  »;frr.un  r.u.uu; . 
■:,.i.:..linei5  l;-  dev^-lopod  which  aid  ul  to  judqe  when  parents  have  exceeded  the 

:i:u'.:.  •  :   liu!;;.in  dLJcr.tion.     They  cannot   ^uv.-i  every   inL^Cancir  where  hu^nn  di:;- 
.rreticn  iriuJt   intervene  to  decide.     The  ranji:'        error  tolerable  should  reflect 

..lUv  ih..-   iJtlcr    lin.iit.y  u\    tht.-  .IceisiOn    (whieh   tcmJs   to  n.irtow   it),    but  aiiiO 
rh.'  cn.ivoidable   jnceft.Tinty  and  J:^;jbt:   (which  rends  to  broaden  it). 

R^?s[)nn:nbilit:y  for  the  Decision 
It   IS  rl.'.ir  th.it    rh-  Tudom.-ntr.  of  litjrd.'n  nn6  hnnefir  are  valur  vidnmonf'; . 
poral  cnoices.      They  are  judcnnentr.  in  which,  dU  things  considered,  the  continuance 
o:    life,  i:;  ,m  ch.-r  calL-d  for  or  not  worthwhile  to  the  patient.     Such,  iiidqmenrr.  .ire. 
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ii  cl'jjt    tic  n  rcmjrV.G  ruiiio  above,  the  on»jrour.  prc-rogativc  or   chos'i  ;);-;nari  ly 

1 1.' l;iI>U-  :or  cM*-*  wi?  l:\irt'  of  the  f  air. 1 1 y- -  the  paronca.     When  p.ircnt-j  uxct'.-i.^'.* 

tni..  pren^jaiivo  in  a  wjy  thjc  is  qu-*s  t  Lon.ibl  y  no  lonqor  in  the  best  inc<irfSLC' 

o:   Lho  1  n t vjn'.--i".;i.i.'C L.j  1  Ly  by  .illnwinq  th"--  xnfariL  to  reinjjn  untroated--so<:i«?Ly  h.is 

tr.c  duty  t-o  intervene.     That  intervention  cd:i  take  many  forris:     legislation,  criri 

{•ro  iocjt  ion .  child  ncqiect  hcarinq,  etc.     The  purpose  or'  such  procoOiJinq'i   ir.  t*; 

uujrjnteo  that  the  primary  decision-maker  acts  in  a  responcible  way,  one  thit  z-".- 

b'.-  .iblo  to  suLitaiti  public  scrutiny.     VJc  bi!lLi*vc  that  public  accountabi  I  iiy  ui-i 

r»?view,  a  review  that  guarantees  that  the  values  of  the  society  are  respected 

.tr;fj  .liihcr-  'i  ui,  c.in  bi?  invok<;d  nhort  of  judicial  intervofttinn. 

Of;«'   Jirproich  to  achieving  that  qoal  is  found  in  the  "Decisions  to  foroNo 

"  r«..icr;i  -.u"   i^.-pDrt.  ot   thij  P  rcr.  i  dent '  r.  Conmission   t'or  the  Study  nf  rthicil   Pr  Jbl'rn-; 

ir.  f-!t-'di^  me .     I'nere  wu  read:     "The  judicial  responsibility  to  protect  incor.pet'.'  it 

t-otiiM'.L ;;i  :tot   nt'cuasarily  bt*sc  ruifilied  by  yjdqes  takmq  uj-on  thor.iiel-."'*s  ■  .■ 

rol«.-        princ;ipal  decision  muk«r."     Renoteness  fron  t.^e  clinical  iiitu.itiari  jnu 

i:..ibility  to  kccu  p.iu'j  with  the  on-i;oin«;  il  actuations  m  tho  pat  tent' i  -jonM  i  M' . 

particularly  m  a  neonatal  intensive  care  setting,  are  strong  arguments  in  support 

v->f  that  tnOiJi:;.     The  Pt'port  favors  having  the  parents'  decision  in  UiL'fieult 

f 

ca.se. reviewed  by  an  m-place.  broadly  based  multi-disciplinary  hospital  ethica 

conunittoe  whicn  would  be  familiar  both  with  the  medical  setting  and  with  community 

standardi,.     That  consultative  body,  which'  woald  have  an  on-<joing  charge  of 

fst  atjl  isliirifj  'itand.irclu  t,l    i  re  Jt-nii.-ii  r    .ind  issuiii'j  ■  ju  ido  i  i  ru.-ti   lot    th»e  insLituLion, 

woaid  providt;  a  framework  for  inp.jrtial  but  sensitive  review  of  hard  choices. 

It  would  'juarantee  that  the  interests  of  the  patient  were  being  considered  without 

thi'.  formality  .ind  intensely  -idversari  il  character  of  a  court  proceedinq. 

If  aftc-r  all  this,  irreconcilablfi  disagreement  still  persists,  the  Peport 
recommonds  roforral  to  the  court  tor  the  appointment  of  n  legal  qunrdinn  who 
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woul  J  b.'  .•in|.i/wrr.Nl  n>  ,.v.iludttf  ch»j  opciono  and  mahtJ  a  decision  "in  cho  bojiC 
int..i.:-.c  oi  the  inL-.mt."     Thu  docir^ion.  of  caurs»i.  would  bo  sub^oct  as  a 
l.i.-iC  rof.ni't.  to  ^uUci.il  scrutiny. 

Wv  a.jr.-o  that.  t*htr>  approach,  one  which  qua  ran  tees  a  diticussion  ot  th.: 
issues  with  a  concerned  .md  disinterested  '* representative  of  the  public"  whil..- 
at  the  samJ  time  insulatmq  the  a'^onizinq  and  tragic  decision  Erorr.  chv  sI-m- 
of  £jublicif/  and  the  distortions  of  politicjl  posturing,   is  .1  :;enr.ii.l.-  .nr. 
desirable  way  to  prscetrd.     It  is  also  a  way  of  insuring  that  as  a  society  -^v 
distinguish  between  acceptable  medical  options  and  infanticide. 

Senator  Denton.  Thank  you,  Father  Paris. 

Dr.  Ramsey?  ,     .  .  .  .  - 

Dr.  Ramsey.  Our  Nation  is  in  a  deep  moral  crisis,  a  crisis  ot 
which  road  to  take,  the  road  of  faithfulness  to  a  fundamental  prin- 
ciple of  Western  morality— the  equality  of  life— or  the  road  of  dis- 
cretionary judgments  concerning  the  quality  of  a  life,  permitting 
private  persons  to  weigh  that  life's  inherent  capability  or  its  wor- 
thiness to  be  treated  equally,  protected  equally. 

Whether  we,  Mr.  Chairman,  ar6  explicitly  religious  or  genuinely 
humanistic,  a  fundamental  agreement  in  our  society  has  been  the 
equality  of  life,  and  our  common  verdicts  have  been  against  any- 
one's privately  accomplished  discrimination  against  any  other 
human  being  based  on  that  life's  alleged  or  actual  worth  to  others, 
or  its  seeming  or  actual  inherent  comparative  disability. 

Equal  protection  of  life  can  be  violated  by  negligence,  as  we  all 
know,  on  the  part  of  persons  morally  bonded  to  care.  Not  everyone 
is  an  innocent  bystander.  j.    ,  • 

Physicians  and  nurses  are  bonded  to  care.  And  medical  etnics, 
like  any  other  professional  ethic,  is  only  a  special  case  of  our 
common  morality;  and  can  claim  no  exemption  from  its  overriding 

norms.  ,         ,      j-  ji 

Equality  of  life  means,  in  a  medical  context,  equal  medical  care 
and  treatment.  Eqjfi&l  treatment  does  not  mean  relentless  treat- 
ment, abandoning  a  patient  to  modern  medical  technologies  when 
they  can  no  longer  help,  but  whose  only  effect  is  to  prolong  a  pa- 
tient's dying  that  is  inexorably  on  course. 

Instead,  by  equal  treatment  we  mean  the  same  care  relevant  to 
the  same  treatable  medical  condition  for  anyone  who  suffers  it. 

Similar  treatment  of  similar  cases  is,  indeed,  simply  a  restate- 
ment of  the  principle  of  equality.  n   r  ^.u 

A  bowel  obstruction  or  a  heart  lesion  in  an  infant  calls  i:ne 
appropriate  operation  to  save  its  life.  If  a  normal  infant  would  be 
so  treated,  likewise  should  be  the  care  extended  to  an  infant  who  is 
a  person  who  has  Down's  syndrome  or  Mongoloidism. 

I  do  not/^  an  infant  who  is  a  Down's  or  is  a  Mongoloid. 

Of  course,  infants  born  defective,  physically  or  tientally,  and 
those  born  v/ithout  those  defects  are  not  observably  similar;  they 
are  not  actually  equal;  and  in  important  respects,  indeed,  they  are 
not  equal. 
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But  in  medically  relevant  respects  they  are  equal,  and  as  rights- 
bearers  they  are  equal. 

To  give  any  weight  to  an  untreatable  abnormality  and  withhold 
life-saving  operations  on  a  bowel  obstruction,  or  to  withhold  heart 
surgery  because  of  that,  is  not  a  medical  judgment. 

Physicians  and  families  who  wish  privately,  claiming  immunity 
from  our  common  morality,  to  make  such  determinations  and  to, 
execute  them  negligently,  are  making  comparative  judgments  of  in- 
herent-capability or  of  social  worthiness  for  which  they  have  no 
competence. 

Indeed,  no  one  has  such  competence,  morally. 

As  I  understand  it,  cystic  fibrosis  is  treatable;  spina  bifida  we've 
just  heard  is  treatable.  Persons  suffering  these  defects  should  be 
treated.  To  help  them  requires  a  series  of  procedures  over  a  long 
time. 

If  we  hesitate  to  do  this  by  measuring  the  quality  of  life  that  all 
along  or  in  the  *end  can  be  delivered  to  them,  to  test  that  for  dis- 
crimination and  unequal  treatment— ask  yourself:  What  would  we 
do  to  rehabilitate  a  person,  a  normal  child,  who  because  of  some 
body-crushing  accident  requires  a  comparable  series  of  incursive 
operations  and  lengthy  physical  therapy,  one  who  may,  like  many 
spina  bifida  patients,  still  wind  up  in  a  wheelchair? 

All  the  way  from  no  treatment  equally  to  hazardous  trials,  physi- 
cian judgment  has  free  rein.  But  it  should  not  wander  from  the 
line  between  those  extremes  by  factoring  in  untreatable  disabilities 
as  reasons  for  choosing  to  help  one  and  not  another  patient. 

If  in  some  way  Down's  syndrome  someday  can  be  relieved,  then 
and  then  only  will  that  important  difference  between  some  people 
and  others  become  a  relevant  clinical,  medical  matter,  favoring, 
however,  the  alleviation  of  that  condition  also  and  not  only  remov- 
ing the  associated  life-threatening  physical  conditions  now  within 
our  power. 

The  Bloomington  baby  case  demonstrates  once  again  that  to 
insure  a  small  human  being's  equal  title  to  life,  more  is  needed 
than  standards  to  be  laid  down  by  the  medical  profession  and  more 
than  national  guidelines  issued  by  the  President's  Commission. 

Some  source  of  law  is  usually  needed  to  brace  ourselves  to  be  our 
best  amidst  life's  great  dilemmas  and  the  pressures  and  heat  of 
daily  circumstances. 

When  I  first  heard,  Mr.  Chairman,  that  the  main  response  to 
this  case  might  be  President  Reagan's  directive  to  the  Secretary  of 
the  Department  of  Health  and  Human  Services  to  refuse  Federal 
funds  to  medical  centers  that  ip  future  permit  such  negligence  to 
take  place  within  their  walls,  I  was  dismayed. 

Is  money  the  only  resource  we  have,  I  asked  myself,  to  guarantee 
the  equal  protection  of  life? 

However,  I  have  since  learned  better.  And  we  all  have  heard 
here  today  about  the  various  administrative  regulations,  the  public 
laws  that  are  on  the  books,  regulative  of  Health  and  Human  Serv- 
ices which  are  only  implemented  by  the  interim  rules  the  Secre- 
tary has  promulgated. 

With  the  Office  of  Civil  Rights  within  HHS,  given  provision  for 
prompt  notice  in  such  a  case,  no  new  regulatory  powers,  no  new 
law,  no  new  legislation— no  more  tlian  clarifying  revision— seem  to 
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me  to  be  necessary  to  make  it  very  clear  that  neglect  is  something 
that  can  take  place  within  a  medical  setting. 

The  Department  proposes  only  prompt  oversight  and  full  use  of 
State  and  local  enforcement  agencies.  My  comments  then  need  be 
only  two: 

If  this  is  not  our  national  medical  consensus,  if  it  is  not  the  medi- 
cal moral  behavior  to  be  expected  of  professionals  and  parents  and 
of  our  medical  institutions,  this  should  be  a  decision  consciously 
and  expressly  made— not  one  brought  about  by  incremental  deci- 
sions made  by  private  parties  more  or  less  in  secret  until  we  come 
to  a  time  when  we  are  told  that  the  laggard  equal  protections  of 
the  law  have  to  be  changed  or  be  simply  ignored  in  the  light  of  ac- 
cepted practice. 

That  would  be  to  say  that  what  becomes  accepted  defines  the  ac- 
ceptable; that  the  way  to  tell  what  is  desirable  is  to  ask  what  is 

desired.  i  j  r  -i  i. 

I  know  no  one  competent  in  moral  reasoning  who  would  fail  to 
say  that  that  is  anything  other  than  an  absurdity. 

What  I  mean  here,  Mr.  Chairman,  is  that  it  would  be  more 
honest  and  forthright  to  adopt  a  deliberated  national  medical 
policy  of  delayed  birth  certificates,  with  standards  by  which  we 
decide  who  is  to  be  admitted  to  the  human  race  than  for  incre- 
mental decisions  made  by  private  parties  in  medical  settings  to 
become  accepted  practice  ,in  our  society. 

And  second,  if  medical  centers  are  going  to  take  the  low  road  of 
private  discretionary  quality  of  life  decisions  concerning  defective 
infants,  there  is  to  me  no  argument  that  can  sustain  taking  1  cent 
in  taxes  of  citizens  at  the  Federal,  State  and  local  level  in  support 
of  such  a  policy.  ,  i  u 

If  we  are  to  privatize  such  life-and-death  decisions  they  should  be 
truly  and  fully  private  in  funding  no  less  than  in  exercise;  let  those 
who  say  such  decisions  are  right,  medically  and  morally,  stand  up 
and  say  so  and  put  their  money  where  their  mouths  are. 

I  personally  regret  very  much  the  apparent  necessity  to  monitor 
physician-family  decisions  in  this  way.  Still  this  will  hedge  and 
bother  an  ethical  physician  in  no  way.  To  ask  physicians  to^  step 
back  from  the  foreign  territory  of  quality  of  life  decisions  is  no 
limit  upon  medical  discretion  in  the  treating  of  treatable  ills  of  hu- 
mankind. 

It  seems,  therefore,  to  me  that  the  complaint  of  the  American 
Academy  of  Pediatrics  is  baseless. 

Of  course,  if  you  keep  what  an  infant  may  need  vague  e?/ough  to 
be  stretched  to  count  an  untreatable  defect  against  saving/  its  life, 
then  there  might  be  confusion  and  disagreement  over  proper  treat- 
ment. But  not  if  the  regulations  do  not  require  prolonging  an  in- 
fant s  act  of  dying,  but  only  the  protection  of  that  infants  act  of 
living,  though  it  may  live  still  with  untreatable  abnormalities 
through  appropriate  nourishment  and  care. 

It  is  my  hope  that  this  apparently  intrusive  notice  and  reporting 
procedures  will  be  an  instrument  never  to  be  used  because  it  need 
not  be:  Until  that  ideal  day  dawns  there  is  no  more  reason  for 
abandoning  persons  to  private  discriminatory  decisions  because 
they  are  small,  because  of  their  physical  or  mental  condition,  when 
they  are  voiceless  and  come  into  the  human  world  in  a  hospital, 
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than  there  is  to  deprive  persons  at  large  in  our  society  who  have 
voices  and  may  be  discriminated  against  because  of  race  or  gender 
or  age,  of  the  equal  protection  of  the  law  that  to  date  also  requires 
appropriate  sorts  of  monitoring  and  reporting. 

So  I  suggest  to  this  committee  that  we  ought  not  to  enshrine  in 
medical  practice  or  in  law  a  new  right,  namely,  the  right  to  judge 
in  one's  own  case  what  is  or  is  not  medical  neglect  of  infants. 

And  if  that  is  allowed,  Mr.  Chairman,  I  would  like  to  conclude  by 
suggesting  that  when  you  get  your  breath  I  want  you  to  consider 
getting  the  Federal  Government  off  of  us  life-tenured  professors  in 
the  universities  because  we  make  as  many  subtle,  diverse,  compli- 
cated decisions  that  only  experts  who  know  how  to  weigh  carefully 
the  scholarship  of  one  candidate  against  another  could  ever  possi- 
bly make.  The  public  should  know  that;  and  you  also  should  know 
that  we  would  never,  never,  never — we  have  committees  on  top  of 
_  committees — bring  in  an  incorrect  or  biased  decision.  Yet  it  is 
•*  widely  believed  that  we  experts  may  count  gender  and  race  in  our 
deliberations.  So  we  are  not  to  be  trusted  in  every  respect.  There 
are  bureaucrats  in  the  Labor  Department  ready  to  be  telephoned; 
there  s  access  to  the  courts,  by  which  the  privacy  of  these  complex 
decisions  which  are  on  all  fours  with  medical  decisions,  may  be  in- 
sured against  discriminatory  practice. 
[The  prepared  statement  of  Dr.  Ramsey  follows]. 
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Submitted  to  the  United  States  Senate 
Subcommittee  on  Family  and  Hunan  Services 
by 

\ 

Paul  Ramsey** 

April  6,  1983 


Our  nation  is  in  a  deep  moral  crisis,  a  crisis  of  which  road 
to  take,  the  high  road  of  faithfulness  to  a  fundamental  principle  of 
Western  morality  —  the  equality  of_  iife_  —  or  the  low  road  of  dis- 
cretionary judgments  concerning  the  quality  of  a  life,  permitting 
private  persons  to  assess  that  life's  inherent  capability  or  its 
worthiness  to  be  treated  equally,  protected  equally,  as  any  other 
life  woiJd  be  treated  and  'protected. 

In  our  moral  heritage,  equality  of  life  atems  from  the_tradi-' 
tions  of  the  religions  of  Western  culture r^^iose  teaching  is  that 
each  of  us  has  his  title  to  life  from  God,  from  not  only  nature  but 
nature's  God,  and  certainly  not  from  any  State's  or  societal  or 
private  judgment  thai  that  life  may  or  may  not  be  entitled  to 
equal  care  and  protection.    In  my  view,  the  equality  of  life  can  be 
sustained  as  a  fundamental  principle  by  acceptable  notions  of  the 
equal  dignity,  equal  claims,  of  any  life  in  a  valid,  truly  humanistic 
morality.    So  whether  we  are  explicitly  religious  or'^not,  a  fundamental 

♦♦Harrington  Spear  Paine  Professor  of  Religion,  Emeritus, 
Princeton  University.    Author  of  The  Patient  as ^  Person  (Yale,  1970) 
and  Ethics  at  the  Edges  of  Life  (Yale,  1978). 
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agreement  of  our  society  has  been  the  equality  of  life,  and  our 
common  verdicts  have  been  against  anyone's  privately  accomplished 
discrimination  against  any  other  human  being  based  on  that  life's 
-alleged  or  actual  worth  to  others  or  its  seeming  or  actual  inherent 
comparative  disability. 

Equal  protection  of  life  can  be  violated  by  negligence,  as 
we  all  know,  on  the  part  of  persons  morally  bonded  to  care.  Not 
everyone  is  an  innocent  bystander. 

There  is  no  such  thing  as  an  ethics  of  the  medical  and  help- 
ing professions  simply  because  they  have  experflse  that  ordinary 
citizens  do  not  possess.    Any  professional  ethics  is  only  a  special 
case  of  our  common  morality,  and  can  claim  no  exemption  from  its 
overriding  norms.    I  state  this  connection  as  follows:    if  private 
persons,  including  physicians,  are  to  make  discretionary  quality  of 

judgments,  that  will  be  our  common  morality  as  a  nation.  If, 
on  the  other  hand ,  ours  is  to  remain  a  civic  righteousness  based 
on  the  equality  of  life  ,  no  such  capability  or  social  worthiness  judg- 
ments can  be  allowed.  So  we  stand  before  a  fi^ndamental  choice: 
between  life  equal  and  death  by  discriminatory  judgments  for  our 
whole  society  and  for  all  futures. 

The  ::irst  battlefield  between  the  "moral"  forces  is  described, 
in  law,  as  homicide  by  some  kind  or  degree  of  negligence.  The 
struggle  is  first  joined  over  the  youngest  claimants  to  equal  protec- 
tion among  us.     (Why  this  should  be  so  I  comment  on  later.) 

EquaUty  of  life  means,  in  a  medical  context,  equal  medical 
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care  and  treatment.     By  equal  treatment  we  do  not  mean  relentless 
treatment,  abandoning  a  patient  to  modern  medical  technologies 
when  they  can  no  longer  help »  but  whose  only  effect  is  to  prolong 
a  patient's  dying  that  is  inexorably  on  course.     Instead,  by  equal 
treatment  we  mean  the  same  care  relevant  to  the  same  treatable  '• 
medical  condition  for  anyone  who  suffers  it.     "Similar  treatment  o£ 
similar  cases"  is, indeed,  simply  a  restatement  of  the  principle  of 
equality.     To  favor  and  acknowledge  equal  claims  to  life  requires 
practical  wisdom  in  distinguishing  between  morally  relevant  and 
morally  important  similarities  and  irrelevant  or  unimportant  ones. 
We  do  this  when  we  say,  "Never  tell  a  lie  except  to  save  someone's 
life  from  the  Gestapo,"  and  khow  it  is  silly  to  say,  "Never  tell  a 
lie,  except  on  Tuesday  to  an  Irishman  with  a  wart  on  his  nose." 
The  former  details  make  an  important  and  morally  relevant  dif- 
ference in  what  is  right  to  do;  the  latter  do  not;  but  both  point 
to  similar  situations  that  are  possibly  repeatable.     Yet  we  rightly 
say  that  anyone  Similarly  situated  should  do  the  same  in  speech 
to  save  life,  if  we  say  that  W£  should.    Still  we  know  well  enough 
not  to  say  that  the  latter  excuses  lying  in  our  case  or  anyone's. 

Now,  some  illustrations  in  a  medical  context.     A  bowel 
obstruction  or  a  heart  lesion  in  an  infant  calls  for  the  appropriate 
operation  to  save  its  life.     If  a  "normal"  infant  would  be  so  treated, 
likewise  should  be  the  care  extended  to  an  infant  who  is  a  person 
that  has  Downs  syndrome  (or  Mongoloidism)  ' —  I  do  no^say  an 
infant  who  is  a  Downs  or  is^  a  Mongoloid.    Of  course,  infants  born 
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defective,  physically  or  mentally,  and  those  born  without  those 
defects  aie  not  observably  similar  —  not  actually  equal  —  and 
this  in"  important  respects,  but  not  in  medically  relevant  respects. 
To  give  any  weight  to  an  unti^atable  abnormality  and  withhold  a 
life-saving  operation  on  bowel  obstruction, or  to  withhold  heart 
surgery  because  of  that,  is  not  a  medical  judgment.  Physicians 
and  families  who  wish  privately,  claiming  immunity  from  oui'  comn^on 
morality,  to  make  such  discriminations  and  to  execute  them 
negligently,  are  making  comparative  judgments  of  inherent  capa- 
bility or  of  social  worthiness  for  which  they  have  no  competence. 

If  but  only  if  Downs  syndrome  someday  becomes  treatable 
in  some  way  will  that  important  difference  among  infants  become 
a  medically  relevant  consideration.    Or  for  that  matter-,  being  born 
with  low  grade  I.Q.    Would  it  not  be  unconscionable  if  ever  anyone 
seriously  said  that  an  indicated  treatment  should  be  withheld  from 
this  particular  patient  because  if  saved  he  would  still  have  only 
the  same  old  moronic  existence?    Or  if  someone  said  of  a  patient 

so  incompetent  as  to  be  unable  to  consent, to  dissent  that  if  he 

A 

were  intelligent  and  ludd  for  a  moment,  and  took  into  account 
his  incompetence,  he  would  decline  to  live  under  thosa  unacceptable 
conditions;  and  so  impute  to  th.it  patient  a  refusal  of  treatment, 
and  act  accordingly?    I.Q.  is  not  a  relevant  consideration  in  a 
hospital  setting;  but  I  suppose  it  may  be  in  preventive  community 
medicine,  broadly  understood,  and  in  public  policy  that  may  have 
effect  upon  poverty,  the  proper  nourishment  of  pregnant  women 
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to  prevent  premature  births ,  child  care ,  or  the  training  of 
defectives. 

As  I  understand  it,  eystic  fibrosis  is  treatable.  Spina 
bifida  is  treatable.    Persons  born  suffering  these  defects  should 
be  treated.    To  help  them  reqmres  a  series  of  procedures -over  a 
long  time.    If  we  hesitate  to  do  this  by  measuring  the  quality  of 
life  that  all  along  and  in  the  end  can  be  delivered  to  them,  to 
test  that  for  discrimination  and  unequal  treatment  ask  yourself. 
What  v/e  would  do  to  rehabilitate  a  perfectly  normal  child  who  be- 
cause  of  some  body-crushing  accident  requires  a  comparable  series 
of  incursive  operations  and  lengthy  physical  therapy  —  one  who 
may,  like  many  spina  bifida  babies,  still  wind  up  in  a  wheel  chair? 

But  some  spina  bifida  babies  are  born  dying.    To  start 
treatment  would  hav,e  no  other  effect  but  to  prolong  their  dying. 
They  should  be  let  die.    Tay  Sachs  babies  are,  after  six  or  so 
months,  on  an  irreversable  course  of  dying,  which  may  take  several 
•years.    To  betube  them  and  deliver  high  caloric  .nourishment  does 
nothing  to  cure  or  care,  and  cannot  —  for  they  lare  irreversibly 
dying  (which  is  quite  different  from  having  a  "terminal"  illness). 
I  do  not  see  how  any  of  the  above  can  be  said  to  limit  a 
^ilpfeysician's  medical  discretion.    What  is  excluded  is  only  non- 

medical  judgments  of  comparative  worthiness.  ■  That  is  a  corruption 
by  overextension  of  the  aibit  of  proper  discretion  to  treat  the 
medically  treatable  |  similarly  and  equally. 

Nor  is  physician  discretion  excluded  ~  or  reqtdred  to  be 
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infallible  ~  in  deciding  not  to  start  or  to  intervene  to  stop 
relentless  machines  that  have  no  other  effect  than  to  prolong  the 
dying  of  the  dying.    Again  the  same  treatment  is  the  test,  in 
similar  cases.    A  baby  too  premature  to  be  saved  calls  for  no 
attempts  to  do  so  to  be  instituted,  although  born  a  month  later 
that  baby  would  have  >een  a  normal  and  highly  intelligent  child. 
The  same  condition  of  prematurity  in  the  case  of  a  baby  having  a 
serious  genetic  abnormality  likewise  warrants  no  vain  attempts  to 
be  instituted.    Here  the  same  —  equality  of  care  —  means  no 
treatment  to  be  extended  to  either  dying  infant.    No  morality  re- 
quires anyone  to  do  the  tiselass,  and  what  at  tEe  same  time  can 
only  prolong  the  dying  process.    But  our  common  morality  does 
require  the  same  for  both  the  normal  and  the  abnormal  who  are 
equally  in  need  of  equal  treatment  of  all  their  treatable  (i.e. 
medical)  problems. 

Two  celebrated  cases  in  my  experience  demonstrate  the  rapid 

decline  from  equality-of-life  practice  to  quality-of-life  practice  * 

during  only  about  ten  yearns  passing  time  in"^^  country.  While 

the  outcome  was  the  same  in  each  case  —  a  bab'-j^  was  let  starve 

to  death  in  a  medical  setting  —  there  are  significant  differences 

that  tell  us  a  great  deal  about  what  was  the  day  that  was  in 

of  V 

medical  morality,  and  in  the  legal  enforcement  a  small  hiiman  being's 

( 

equal  title  to  life.  ...  - 

"The  day  that  was"  was  when  the  Unquestioned  ethics  of  the 
medical  profession  and  the  practice  of  all  our  great  medical  centers 
was  clearly  that  of  equal  protection.  If  parents  of  a  child  needing 
medical  care  refused  the  necessary  consent,  hospital  administrators 
took  the  case  before  a.  judge .  Sjbtain^d  temporary  custody  of  that 
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child,  and  gave  the  life-saving  medical  care.    This  was  proper 
acknowledgment. of  the  fact  that  when  an  infant  is  born  there 
devolves  upon  every  person  surrounding  it  (parents  —  unless 
they  relinquished  custody  —  nurses,  physicians,  administrators.) 
an  absolute  obligation  to  care  for  aiiu  protect  that  life ,  regardless 
of  what  might  be  their  variable  sentiments  or  wishes. 

Ten  years  or  so  ago  a  film  was  made  simulating  a  decision 
made  at  the  Johns  Hopkins  University  Medical  Center  that  was 
shown  at  a  conference  here  in  Wcishington,  sponsored  by  the 
Joseph  P.  Kennedy,  Jr.  ,  Foundation,    The  case  was  that  of  an 
infant  with  Downs  syndrome,  who  had  a  bowel  obstruction  requiring 
a  simple  enough  operation  to  remove,  an  operation  that  certainly 
would  have  been  given  to  any  normal  infant.    Without  the  mother's 
consent,  the  op2ration  was  not  performed.    The  doctors  did  not 
even  provide  the  child  with  IV  nourishment  (requiring  no  consent) 
to  give  the  mother  time  after  the  trauma  of  such  a  birth  to  consider 
later  whether  to  consent  to  the  operation.    Instead,  the  infant  was 
allowed  to  starve  to  death  over  15  days. 

I  said  to  a  doctor-friend  of  mine  at  Johns  Hopkins,  not  in- 
vplved  in  the  case  and  whom  I  admire  very  much,  that  if  the  hos- 
pital was  not  going  to  seek  temporary  custody  from  the  courts 
those  parents  should  have  been  faced  with  the  necessity  of  taking 
the  child  home  to  die.  That,  he  said,  would  have  been  "cruel"  to 
them.  But  who  was  cruel  to  the  infant,  I  asked;  to  the  nurses 
who  were  forced  to  watch  the  baby  slowly  starve  to  death,  the 
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father  calling  every  day  or  so  to  inquire  as  to  its  condition. 

My  point  was  simply  this.    The  hospital  and  its  personnel 
should  not  have  been  accomplices  in  medical  negligence.    If  they 
were  not  going  to  place  the  case  in  the  public  forum  by  an  appeal 
for  temporary  custody,  the  parents  should  have  had  to  take  that 
infant  out  into  the  public  forum  where  their  child  abuse  or  negli- 
gent homicide  might  have  been  noticed  and  prosecuted  —  instead 
of  hidden  behind  hospital  walls,  that  death  brought  on  by  their 
entangled  co-conspirators  (who  were  professionals)  and  not  by 
them. 

Now  only  a  b^ef  time  later  we  have  the  case  of  the  Blooming- 
ton  Baby.     "Baby  Doe**'  he  or  she  was  called,  thus  protecting  from 
direct  public  scrutiny  the  parents  and  .the  physicians  of  the 
Indiana  University  Medicai  Center.    This  case  got  into  the  public 
forum,  but  I  know  not  whose  agency  in  calling  the  matter  to  the 
attention  of  a  prosecuting  attorney.    An  injunction  was  sought  in 
time  to  save  the  baby.    Several  families  asked  to  be  given  custody 
of  the  child.    The  judge  denied  the  injunction,  and  then  also  re- 
fused to  stay  his  ruling  to  allow  time  for  appeals  to  be  made 
through  the  courts  above.    While  the  attorney  was  on  his  way  to 
Washington  to  try  to  get  a  Justice  of  our  Supreme  Court  to  stay 
the  death-dealing-  negligence  until  the  case  could  be  heard  and 
concluded,  Baby  Doe  died. 

Since  starvation  (like  pregnancy)  won't  wait,  is  it  not 
standard  and  expected  legal  practice,  in  a  life  or  death  matter 
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such  as  this,  for  a  judge  to  stay  his  rxiling  until  that  rxiling  can 
be  appealed  and  reviewed?    Concerning  the  parents*  preference 
to  retain  their  natural  custody,  and  exercise  it  to  death,  the 
question  to  be  asked  is:    Does'  a  woman's  right  to  control  her 
reproductive  life  extend  to  the  right  to  see  that  no  child  bearing 
her  genes  (or  those  parents'  genes)  shall  remain  alive.    Is  a  de- 
fective infant  only  a  "product  of  conception"  ? 

The  Bloomington  Baby  case  demonstrates  that  more  is  needed 
than  the  President's  Commission's  Report  -:-  howler  influential 
that  may  be.    Some  source  of  law  is  usually  needed  to  brace  us 
to  be  our  best  amid  life's  great  dilemmas  and  the  pressures  and 
heat  of  daily  circumstance.    As  Martin  Luther  King  used  to  say, 
the  law  can't  make  you  love  your  fellowman ,  but  it  can  make  you 
treat  them  justly.    The  law  can't  teach  you  to  be  what  he  believed 
was  a  truly  virtuous  person,  but  it  can  teach  you  to  act  as  if 
you  are,  in  many  respects  important  to  others.    The  law  can,  at 
least,  help  to  insure  that  the  moral  history  of  this  nation  is  not 
outrun  and  overrun  by  its  medical  and  scientific  history. 

When  I  first  heard  that  the  main  response  to  this  case 
might  be  President's  Reagan's  directive  to  the  Secretary  of  the 
Department  of  Health  and  Human  Services  to  refuse  Federal  funds 
to  medical  centers  that  in  future  permit'  such  negligence  to  take 
place  within  their  walls,  I  was  dismayed.    Is  money  the  only  re- 
course we  have,  I  asked  myself,  to  guarantee  the  equal  protection 
of  life?    Should  not  the  chief  legal  officer  of  our  nation  —  the 
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Attorney  General  of  the  United  States  —  or  the  Department  of 
Justice  have  been  the  first"  voice  heard?    Or  the  Chief  Justice 
of  the  Supreme  Court?    Or  --''since  in  our  Federal  system'  the 
States  have  police  power  —  should  not  some  Association  of 
States'  Attorneys  General  have  spoken,  to  brace  all  officers  be-, 
low  them  to  the  enforcement  of  equal  protection? 

These  were  my  questions,  and  they  still  are  the  fundamental 
ones,  since  at  stake  is  whether  equal  protection  enshrined  in 
our  laws  shall-  be  eroded  by  discriminatory  quality-of-life  deci- 
sions by  private  peirties  —  this  time  with  the  complicity  of  courts 
and  lawyers  who  acknowledge  not  the  law  they  are  sworn  to  uphold 

However,  I  have  since  learned  better  the  administrative 
regulations  in  place  in  Health  and  Hiiman  ■  Services  that  are  only 
implemented  by  the  interim  rules  the  Secretary  has  promulgated; 
and  also  more  about  the  Congress'  responsibility  to  promptly  and 
appropriately  revise  the  "Child  Abuse  and- Treatment  and  Reform 
Act." 

There  is  an  Office  of  Civil  Rights  within  the  Department  of 
HHS,  and  in  cases  of  other  sorts  of  discrimination  prompt  notice 
and  complaint  procedures  have  well  served  the  cause  of  equality. 
I  need  not  quote  Section  504  of  the  Rehabilitation  Act  of  1973 
which  expressly  protected  handicapped  individuals  from  discrimina- 
tory neglect  with  Federal  Funds.    No  new  regulatory 'powers  need 
be  brought  into  play,  nor  are  any  proposed  in  the  interim  rules. 
Moreover,  the  Department  proposes  only  prompt  oversight,  with 
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full  use  of  State  and  local  enforcement  agencies.^ 

My  comments,  then,  need  be.  only  two.     (1)  If  this  is 
not  our  national  moral  consensus ,  if  it  is  not  the  medical-moral 
behavior  to  be  expected  of  professionals  and  parents,  and  our 
medical  institutions,  tliis  should  be  a  decision  consciously  and 
expressly  made,  not  one  brought  to  pass  by  incremental  decisions, 
made  by  private  parties,  more  or  less  in  secret,  until  we  come  to 
a  time  when  we  are  told  that  the  laggard  equal  protections  of  the 
law  h^ive  to  be  changed,  or  be  simply  ignored  ,^in  ;  the  light  of 
accepted  practice.    That  would  be  to  say  thiit  what  is  accepted 
defines  the  acceptable;  that  the  way  to  tell  what  is  desirable  is 
to  ask  what  is  desired.    I  know  no  one-  competent  in  moral  reasoning* 
who  would  fail  to  say  that  that  is  an  absurdity. 

If  we  mean  to  allow  comparative  quality-of-3ife  judgments  in 
a  medical  context,  instead  of  proceeding  that  way  as  if  we  do 
not  know  what  we  are  doing,  or  only  letting  happen,  it  would  be 
■  at  least  more  honest  and  fgrthright  to  adopt  the  policy  of  "delayed 
birth  certificates"  so  as  to  have  time  to  choose  f those  of  oiir  progeny 
that  are  to  be  admitted  to  the  human  race.    That  would  be  at  least 
some  sort  of  equality,  and  similar  treatment  of  similar  cases.  No 
.infant  would  have  a  right  to  complain  that  Ke  or  she  was  discriminated 
against  arbitrarily . 

(2)    If  medical  centers  are  going  to  take  the  low  road  to 
private  discretionary  quality-of-life-decisions  concerning  defective 

^Nondiscnmination  on  the  Basis  of  Handicap,  Federal 
Register,  Vol.  42,  No.  45,  Monday,  March  7,  1983. 
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infants,  there  is  no  argument  that  could  sustain  taking  one  cent 
of  the  taxes  of  citizens,  at  the  Federal  or  State  or  local  level, 
in  support  of  such  a  policy.     If  we  are  to  privatize  such  Ufe  and 
death  decision,  they  should  be  truly  and  fully  private,  in  funding 
no  less  than  in  exercise.    Let  those  who  say  such  decisions  are 
right,  medically,  and  morally,  stand  up  and  say  so;  and  put  their 
money  where  their  mouths  are. 

I  personally  regret  very  much  the  apparent  necessity  to 
monitor  physician-family  decisions  in  this  way.     Still  this  will 
hedge  and  bother  an  ethical  physician  in  no  way!'    And  it  is  the 
profession  and  hospital  administrators  who  have  so  rapidly  abandoned 
the  practice  of  seeking  court  awarded  custody  of  an  infant  in  order 
to  give  it  medically  indicated  care  and  treatment.    In  this  they 
have  stepped  on  foreign  territory.     To  ask  them  to  step  back  is 
no  Hmitation  upon  medical  discretion  in  treating  the  treatable  ills 
of  humankind. 

The  complaint  of  the-American  Academy  of  Pediatrics  is 
clearly  baseless.    Of  coursCTiiT  you  keep  what /an  infant  may 
need  vague  enough  to  be  stretched  to  count  an  untreatable  defect 
a£^n^  saving  its  life,  then    here  might  be  confusion  and  disagree- 
ment over  proper  treatment.     But  not  if  the  regulations  do  not 
"require  prolonging  the  act  of  dying  [in  normals  or  in  defectives], 
but  rather  protecting  the  act  of  Uving  [despite  untreatable  abnor- 
malities]  through  appropriate  ^ourishment  and  care."  *    In  the 

^Surgeon  General  C.  Everett  Koop,  as  reported  in  The  New 
York  Times .  March  23.  1963.  p.  A15.  with  my  own  bracketted  inserts. 
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cases  "pf  deliberate  starvation,  I  have  not  heard  that  while  with- 
drawing calorjlc  feeding  the  physicians  arranged  a  drip  that  can 
prevent  dehydration  while  slowly  wasting  away  from  lack  of  nourish- 
ment.   So  first,  these  babies  were  caused  to  die,  and  then  they 
were  not  comforted  and  cared  for  in  the  process  of  dying. 

Moreover,  perhaps  ethical  physicians  will  be  braced  — 
and  the  consciences  of  others  awakened  —  by  the  President's 
Commission's  guidelines.    Perhaps  systemic  or  institutional  reform 
will  be  brought  about.    In  that  case,  the  apparently  intrusive 
notice,  reporting  and  monitoring  procedures  —  and  anybody's 
telephonic  connection  with  the  Office  of  Civil  Rights  of  Health  and 
Human  Services  —  will  be  an  instrument  never  to  be  used,  because 
it  need  not  be.     Until  that  ideal  day  dawns,  however,  there  is 
no  reason  that  I  can  see  for  abandoning  persons  to  private  dis- 
criminatory decisions  because  they  are  small,  because  of  their 
physical  or  mental  condition,  when  they  are  voiceless  and  come  into 

-"^''the  hiiman  world  in  a  hospital,  than  there  is  to  deprive  persons 
at  large  in  our  society,  who  have  voices,  and  may  be  discriminated 
against  because  of  race  or  gender  or  age,  of  the  equal  protection 
of  the  law  that,  to  date,  also  requires  appropriate  sorts  of 

-•^ (.monitoring  and  reportin g . 
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Senator  Dknton.  Thank  you,  Dr.  Ramsey. 

Before  we  begin  the  questioning  of  this  panel  I  would  like  to  an- 
nounce to  the  four  in  this  panel  that  following  in  one  more  panel 
we  do  Have  a  family  from  Connecticut  who  have  adopted  11  severe- 
ly handicapped  children;  and  I  announce  that  for  what  it's  worth 
in  case  you  care  to  stay  around  and  meet  them. 

Dr.  Little,  I  would  ha  the  l^st  to  pretend  expertise  in  this  field. 
I'm  not  a  doctor.  My  brother  is.  He  has  informed  me  many  times 
about  the  evils  of  governmental  intervention  in  medical  decision 
and  so  on.  And  I  am  also  aware  of  the  complexity  of  this  issue.  I 
don't  think  I  have  all  the  answers. 

I  do  believe  that  we'd  like  as  human  beings  to  sort  of  choose  up 
sides  and  argue  about  things  and  turn  them  into  more  diverse  a 
nature  than  they  really  are. 

I  believe  that  this  particular  sign  that  we're  talking  about  in  this 
particular  regulation  is  really  aimed  at  a  relatively  narrow  and  rel- 
atively newly  discovered  area  in  which  we  can  become  more  specif- 
ic and  more  informed  and  that  the  sign  and  regulation  are  nothing 
more  than  focal  points  around  which  that  might  become  possible. 

That's  my  own  particular  view  of  this  matter.  I  don't  mean  to 
present  myself  as  a  '^social  medicine  type"  as  I  am  not. 

But  I  would  address  your  remarks.  I  think  you  have  propounded 
very  well  what  you  must  propound  given  your  position  and  most 
assuredly  your  convictions. 

But  you  say  the  rule  violates  physicians'  and  hospitals'  abilities 
to  exercise  their  professional  medical  judgment  in  the  best  interest 
of  their  patients. 

What  bothers  me  about  that  is  the  knowledge  imparted  by  the 
TV  script  and  by  other  anecdotes  to  the  effect  that  parents  once 
advised  by  physicians  against  their  own  wishes  have  expressed 
gratitude  that  they  didn't  follow  those  instructions;  and  that  in 
particular  the  doctors  in  one  of  the  anecdotes  in  the  film  were  ad- 
vising what  seemed  to  be  in  the  best  interests  of  what  they  per- 
ceived the  parents'  well  being  to  be,  rather  than*  that  of  their  pa- 
tient, the  child. 

And  I  find  that  contradictory  in  your  opening  statement.  Would 
you  care  to  comment  on  that,  sir? 

Dr.  Little.  Well,  I  think  you — the  way  in  which  you've  intro- 
duced the  question,  asked  the  question,  made  it  very  clear  that 
we're  really  not  talking  about  black  and  white.  We're  talking  about 
large  spreads  of  gray. 

Senator  Denton.  If  you  would  yield  on  that? 

I  believe  that  there  are  large  fields  of  gray  in  many  areas  of 
medicine.  I  think  what  we  have  come  upon  is  an  area  in  which  we 
may  be  able  to  delineate  more  clearly  that  which  is  right  and 
wrong  in  a  specific  area,  or  areas,  of  medicine.  I  think  that's  what 
the  Surgeon  General  believes,  and  what  I  am  persuaded  to  believe. 

Dr.  Little.  Well,  Senator,  if  I  interpret  your  question  properly- 
let  me  say  I  agree  with  you  about  the  issue  that  something  needs 
to  be  done  with  this  particular  group  of  patients. 

And  I  will  maintain  that  the  medical  establishment  has. not  been 
keeping  this  issue  under  a  bushel  basket.  It's  been  out  in  the  open. 
The  Kennedy  Foundation  put  a  film  out  on  it,  et  cetera. 
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The  problem  really  is,  and  I  speak  as  a  practicing  neonato^ogist 
and  a  very  concerned  individual,  that  the  sign,  the  process,  that 
has  been  invoked  here  really  can  and  does  have  deleterious  effects. 

We  don't  try  to  do  anything  up  until  now  about  our  hospitals 
and  health  professionals  except  to  support  them  in  a  fiduciary  way, 
in  a  trustful  way.  And  to  have  a  family  that  comes  in  to  have  a 
baby,  which,  even  having  a  normal  baby  is  a  bit  of  an  anxious—you 
know,  it  gets  the  juices  up;  it's  an  anxiety-producing  time— but  to 
have  an  abnormal  baby  is  an  extremely  disruptive  time. 

And  these  signs,  the  way  they're  phrased,  really  imply,  you 
know,  look  over  your  shoulder— somebody  might  not  be  doing  the 
right 'thing.  I  don't  believe  the  Academy  of;Pediatrics  or  I,  person- 
ally, or  the  consensus  of  people  in  all  the  health  professions  would 
deny  that  there's  an  issue  that  needs  attention.  .      •  j  j 

But  to  give  it  attention  and  try  to  solve  it  in  this  hurried  and 
contrived  way  is  inappropriate. 

I  hope  that  answers  your  question,  I'm  not  sure. 

Senator  Denton.  Well,  I  certainly  acknowledge  your  good  will 
and  the  honesty  with  which  you  addressed  it. 

I  think  Dr.  Koop  acknowledged  that  this  is  not  a  perfect  regula- 

^^^But  I  still  believe,  and  I  wish  to  be  persuaded  otherwise,  that  the 
regulation  here  might  be  better  made  than  not  made.  It  s  needed 
not  because  doctors  as  a  group  are  bad.  I  rather  think  they  are 
among  the  more  altruistic  and  better  intended  professionals  ot  the 

world.  ,     .    ,  -n 

But  doctors  can  fall  into  the  sort  of  lassitude  Dr.  Ramsey  was 
talking  about;  and  I  am  referring  to  the  overall  societal  trends  in 
the  United  States  as  being  less  attentive  toward  the  pursuit  of  lib- 
erty and  pursuit  of  happiness— of  other  individuals.  The  pursuit  ot 
happiness  and  liberty  is  something  that  one  must  keep  in  mind  as 
being  not  reserved  for  one's  own  instant  self-gratification  or  even  5 
years  of  enjoyment,  but  for  everyone. 

And  that  child's  quality  of  life— how  would  you  judge  it  on  a 

scale  of  10?  .  r  it      T   U  c.r.r.^^ 

I  must  say  that  the  most  joyous  moments  of  my  life  I  have  spent 
without  being  able  to  move  a  muscle,  and  in  considerable  pain  lor 
long  periods  of  time.  I  couldn't  have  achieved  that  quality  ot  lite.  1 
have  been  on  a  zero  on  a  scale  of  1-to-lO  quality  of  life  in  terms  ol 
my  happiness  when  I  was  bathing  myself  in  luxury.  ^ 

So  I  can  feel  for  an  individual  who's  handicapped.  I  found  myselj 
unable  to  communicate  with  normal,  none  physically-handicapped 
people,  when  I  came  home  from  prison.  Only  the  handicapped 
could  understand  what  it  was  I  was  18  inches  off  the  ground  about. 

And,  therefore,  I  have  problems,  too,  with  this  quality  ot  lite 
idea.  Quality  relative  to  what?  -   -  r-  i 

To  them  life  is  infinitely  important,  and  to  them  it  is  intiniteiy 
endowed  by  their  Creator.  And  I  believe  they  are  entitled  to  it.  And 
I  think  we  should  be  less  hasty— should  the  word  hasty  be 
used— in  rendering  yes  or  no  to  that  person's  right  to  lite. 

And  that  comes  in  with  Father  Paris  bit  about  life  and  death 
are  part  of  a  journey-I  go  along  with  that.  But  I  get  pretty  reti- 
cent about  who's  going  to  decide  when  it  is  I  take  this  latter  part  ot 
this  journey. 
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So  I  believo  that  we're  all  speaking  here  from  good  will.  I  believe 
that  some  of  us  nro  speaking  from  more  expertise  than  others  rela- 
tive to  the  relatively  narrow  spectrum  of  medicine  which  is  truly 
involved  here.  That  s  my  honest-to-goodness  belief  about  this  dis- 
cussion. 

ril  turn  it  over  to  you  now  and  then  come  back;  OK? 
Senator  Nickles.  Thank  you  very  much,  Mr.  Chairman. 
I  appreciate  the  comments,  the  very  thoughtful  comments,  by 
our  panelists,  and  also  the  expertise  which  you  have  in  this  area. 
Dr.  McLone,  a  couple  of  questions: 

You  mentioned  there's  still  a  significant  number  of  children  that 
are  born  with  spina  bifida  that  are  not  treated?  Is  that  correct? 
Dr.  McLoNE.  Well,  I  don't  really  have  a  good  incidence  number. 
I  can  give  you  what  I  think  is  going  on. 

If  you  look  at  the  population  that  I  treated  in  the  last  200  chil- 
dren, there  are  about,  out  of  100  children,  there  are  about  15  chil- 
dren who  come  to  our  facility  late.  They  have  been  in  some  other 
hospital,  in  my  opinion,  being  denied  proper  early  treatment. 

They  ultimately  get  transferred  to  us.  Tlie  reasons  for  those  are 
varied: 

Somewhere  between  "5  and  15  percent  of  children  were  denied 
early  prompt  treatment  both  because  of  lack  of  available  informa- 
tion to  the  physician  and  to  the  parent.  The  physician  was  using 
criteria  which,  I  think,  has  been  shown  to  be  completely  unreliable. 
They  were  instructing  a  family  using  that  criteria,  and  they  togeth- 
er made  in  my  opinion  a  decision  not  to  treat  a  child  based  on  lack 
of  information. 

And  that  number  of  children  I  think  is  somewhere  between  5 
and  15  percent.  But  that  may  be  the  tip  of  the  iceberg. 

My  reason  for  coming  here  is  to  point  out  that  there  is  in  fact  a 
problem,  that  there  are  children  being  denied  not  food  and  water, 
in  my  experience— because  I  don't  see  those  cases  I  know  are  re- 
ported—but  in  my  experience  they're  being  denied  prompt  appro- 
priate treatment. 

Senator  Nickles.  You  mentioned  in  most  cases  infants  are  not 
denied  food  and  water? 

Dr.  McLoNE.  I  can't  think  of  a  case  in  the  group  that  Fm  famil- 
iar \yith,  the  spina  bifida  children,  in  which  the  child  was  denied 
nutrition,  food  and  water. 

Senator  Nickles.  There's  possibly  a  significant  number  that  are 
denied  any  operation? 

Dr.  McLoNE.  Right.  And  as  Dr.  Koop  mentioned  I  get  phone  calls 
from  nurses  who  have  over  the  years  trained  with  me  at  Children's 
Hospital  and  from  physicians,  and  there  are  children  at  liospitals 
in  the  Midwest  where  spina  bifida  children  are  not  treated,  and 
die;  because  of  a  lack  of  treatment. 

Infection  ensues  and  they,  in  my  opinion,  are  born  living  and  ac- 
quire a  fatal  illness  due  to  inactivity. 

Senator  Nickles.  You  were  brought  info  the  case  which  I  men- 
tioned earlier,  I  believe;  isn't  that  correct? 

Dr.  McLoNE.  Yes. 

As  the  managing  physician,  and  as  the  physician  who  cared  for 
that  child,  I  think  it  would  be  inappropriate  for  me  to  comment. 
And  I  think  Dr.  Little's  point  is  well  taken. 
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Let  me  just  again  point  out  that  the  problem  in  almost  all  of  the 
case— not  speaking  specifically  to  this  case— but  in  all  of  the  cases 
that  I  have  been  involved  in,  in  which  the  child  is  ultimately  given 
what  I  consider  proper  care,  has  been  the  fact  that  the  physician 
was  operating  under  information  that  was  not  valid  at  the  time, 
and  for  a  variety  of  reasons  had  not  sought  consultation  from 
somebody  who  was  conversant  with  the  disease  he  was  dealing 

with.  ,  '■     '  4. 

I  think  if  we  can  find  a  mechanism  to  make  an  appropriate  con- 
sultation available  to  families  and  physicians  who  are  confronted 
with  the  disease  in  which  they  may  have  seen  only  one  or  two  of 
these  children  in  their  entire  practice,  irlhey  can  get  expert  con- 
sultation and  expert  diagnosis  of  what  is  appropriate  treatment 
and  so  forth,  themn  all  of  the  20  cases  or  so  that  I  can  come  up 
with  in  our  clinic,  those  cases  were  all  turned  around  simply  by 
making  families  aware  of  what's  available  and  what  s  the  likely 

outcome  to  be.  .     ,  j  u 

Senator  Nickles.  Can  that  information  be  dispensed  through  Ur. 
Little's  publication  or  other  publications?  ^      ^  ^ 

Dr  McLoNE.  I  think  the  American  Academy  has  spoken  to  that 
in  their  comAiittee,  and  I  think  that^s  perfectly  appropriate;  and 
that  is  probably  the  best  way,  is  to  get  education  through  the  com- 
mittee to  the  pediatricians,  if  not  to  make  them  totally  conversant 
with  these  few  diseases  that  they  may  only  rarely  see,  at  least 
make  them  aware  of  lines  of  communication  to  get  to  expert  con- 
sultation, so  that  appropriate  decision  can  be  made  for  the  new- 
born. , 

Senator  Nickles.  Dr.  Little,  here's  a  question  m  a  similar  vein. 
Fm  trying  again  to  get  some  kind  of  feel  for  the  problem.  You  men- 
tioned that  there  is  a  problem  and  there  has  to  be  some  change. 

You  didn't  particularly  agree  with  the  administration  s  proposal. 
I  don't  know  that  it's  perfect,  either. 

I  think  you  called  for  an  ethics  committee  or  something,  along 

^^In  your  opinion,  is  this  a  significant  problem?  Is  it  an  increasing 
problem?  Is  the  legislation,  section  504  sufficient  if  it  was  enforced, 
or  if  it  was  better  known  in  the  medical  community? 

Dr.  Little.  There  are  several  questions,  1 11  try  to  get  to  them  as 
quickly  as  I  can.  ,  ,  . 

The  law,  504,  as  far  as  I  know  personally  has  academy  support, 

^The  issue  of  changing  technology,  changing  medical  knowledge, 
and  getting  that  out  into  society  as  a  whole,  is  a  generic  problem. 
It's  not  different  than  changing  knowledge  about  the  body  ot  law. 
It's  a  generic  problem.  .     ,  ,    i-i.  o 

That  means  that  the  medical  infrastructure,  assisted  by  the  Gov- 
ernment and  so  forth,  is  going  to  do  its  doggonedest  to  get  a  system 
of  postgraduate  education  and  so  forth  out  there. 

I  agree  with  Dr.  McLone  that  that's  a  basic  problem  in  spina 
bifida,  for  example. 

That's  the  qeneric  problem  of  which  we  re  seeking  a  solution— to 
try  to  get  systems  and  things  underway  and  strengthen  existing 
ways  to  deal  with  the  problem,  which  are  onscene  and  do  work. 
And  I'll  be  perfectly  happy  to  support  with  additional  testimony, 
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for  example,  information  about  regional  perenteral  care  systems 
which  have  been  supported  by  the  Federal  Government  and  insti- 
tuted by  the  Federal  Government  and  which  hctve  kind  of  consulta- 
tive channels  that  Dr.  McLone  talks  about;  the  Academy  of  Pediat- 
rics and  Obstretrics  and  Gynocologists  is  soon  to  come  out  with  a 
manual  in  an  attempt  to  deal  with  this  generic  problem  of  diffu- 
sion of  information  and  changes  in  approaches  out  into  the  medical 
establishment  and  society  as  a  whole. 

Senator  Nickles.  You  mentioned  also  that  there  was  relevant 
data  available  through  your  academy  or  through  some  other  medi- 
cal professional. 

Could  you  supply  that  to  the  committee? 

Dr.  Little.  What  I  tried  to  mention  I  believe,  and  correct  me  if 
I'm  wrong  on  this,  is  that  the  statement  was  made  by  Dr.  Koop 
that  this  is  a  known  and  increasing  problem. 

And  I  think  there  is  an  equal  amount  of  authoritative  opinion 
and  so  forth  that  the  problem  is  known  and  decreasing. 

Senator  Nicxles.  Could  you  supply  that? 

Dr.  Little.  And  we  will  try  to  get  some  of  that  information  to 
you. 

I  would  also  state  that  part  of  the  solution  to  any  problem  is  an 
adequate,  obective  data  base;  and  I  suggest  that  we  wouldn't  be 
here  talking  this  way  today  if  there  was  an  adequate,  objective 
data  base. 

Senator  Nickles.  If  you  had  knowledge  of  a  physici'an  treating  a 
child  born  with  spina  bifida  and  the  physician  recommended  co  the 
parents,  or  maybe  the  parents  recommended  that  ao  treatment 
would  be  made,  would  you  concur  with  that?  Should  the  Govern- 
ment get  involved  in  any  waiy? 

I  was  going  through  a  lot  of  your  comments,  statements,  which  I 
would  generally  concur  with  that  we  must  not  have  greater  Feder- 
al Government  involvement;  but  conversely,  should  there  be  Gov- 
ernment involvement  in  those  cases  where  we  have  a  physician,  as 
the  one  who  testified  on  the  film  clip,  that  it  was  his  opinion  that 
discrimination  should  actually  take  place  if  the  child  was  going  to 
be  severely  retarded,  et  cetera? 

Dr.  Little.  Yes,  it  is  the  function  of  Government  in  my  opinion, 
and  I  think  the  academy's  opinion,  to  have  enlightened  and  helpful 
involvement  by  Government. 

I  tried  to  use  the  example  of  the  institutional  review  board  in 
bioniedical  research  to  try  to  point  out  how  the  Government,  work- 
ing in  conjunction  with  professional  groups  in  the  medical  profes- 
sion and  so  forth,  has  really  been  helpful  in  solving  problems 
which  have  real  difficulties. 

Our  position  at  this  time  to  what  came  out  on  March  7  is  not  the 
principle  of  law,  or  the  fact  that  kids  need  help  or  handicapped 
children,  and  so  forth.  It  is  the  fact  that  this  process  has  not  re- 
ceived adequate  testing  in  light  of  day,  and  in  our  opinion,  it  really 
is  going  to  be  harmful  in  many  situations. 

Senator  Nickles.  Thank  you,  Mr.  Chairman. 

Senator  Denton.  Thank  you.  Senator  Nickles. 

Dr.  Little,  you  have  raised  the  issue  of  Federal  intervention  and 
you  mentioned  haste  here;  and  it's  certainly  a  valid  position  to 
take. 
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Your  own  task  forco  on  pediatric  education  report,  the  AAP's 
Task  force  on  Pediatric  Education  Report,  states  that:  "The  care 
provided  to  children  with  chronic  handicapping  conditions  contin- 
ues to  be  grossly  inadequate"~-and  I'll  just  underline  the  word 
"grossly"— ^'although  pediatricians  are  uniquely  qualified  to  pro- 
vide this  care,  too  many  resident  programs  underemphasize  this 
aspect  of  pediatrics." 

And  then  in  a  survey  40  percent  of  the  pediatricians  responding 
to  it  say  that  their  residency  experience  was  "insufficient  in  pre- 
paring them  to  care  for  patients  with  various  manifestations  of 
chronic  cerebral  disfunction."  Another  survey  reports  that  practic- 
ing pediatricians  were  significantly  more  pessimistic  about  the  ulti- 
mate abilities  of  mentally  retarded  adults  than  psychologists  and 
educators  who  worked  closely  with  retarded  after  they  leave  the 
nursery. 

I  believe  that  proves  what  you  were  saying,  that  this  is  being 
aired  in  the  medical  profession,  and  to  its  credit;  because  it  is  open 
and  honest. 

I  believe  on  the  other  hand  it  does  indicate  that  there  may  have 
been  a  stage  !-eached  at  which  there  should  be  some  sort  of  mani- 
festation which  might  be  useful— governmental  manifestation— 
which  might  be  useful  in  accelerating  the  knowledge  which  physi- 
cians say  they  lack,  in  disseminating  it  and  in  resulting  in  chang- 
ing attitudes  on  the  part  of  doctors  who  might  be  unaware  of 
recent  breakthroughs. 

So  I  again  acknowledge  that  socialized  medicine  is  not  good,  Gov- 
ernment intervention  is  not  good;  but  when  it  reaches  this  stage  as 
described  in  your  own  manuals  and  discussion,  I  don't  think  it's  too 
hasty  to  put  in  something  as  mild  as  has  been  proposed. 

But  I  would  ask  your  comment  on  that? 

Dr.  Little.  Well,  I  think  that's  a  very  good  example  and  I  wel- 
come the  comment. 

That  document  which  you  refer  to  was  not  put  out  only  by  the 
Academy  of  Pediatrics,  the  Task  Force  on  Pediatric  Education  was 
put  out  by  multigroups,  pediatric  department  chairman  and  a 
number  of  psychiatrists  and  so  forth.  It  identified  deficiencies  in 
pediatric  training. 

Changes  have  come  about  in  pediatric  training  because  of  that. 
And  I  can  vouch  for  that  in  my  own  department  where  we  have  a 
primary  pediatric  care  residency  grant. 

Those  changes  came  about  because.  Senator,  the  Government  got 
involved;  the  Office  of  Health  Manpower  got  involved,  and  has 
helped  bring  about  those  changes. 

And  so  the  issue  of  additional  training  and  handicapped  in  ortho- 
pedics/ developmental  problems,  and  so  forth,  has  been  addressed 
in  an  objective  and  logical  fashion. 

Now,  the  underlying  problem— and  Dr.  McLone  has  talked  about 
this— is  just  what  are  the  resources  that  are  being  allocated  to 
handicapped  kids  and  pediatricians  so  they  can  further  understand 
what*s  going  on? 

We  really  need  to  look  very  carefully  at  the  issue  of  human  serv- 
ices for  children  who  often  turn  out  to  be  disenfranchised. 

But  your  example  I  think  supports  my  contention  that  an  objec- 
tive, aggressive,  coordinated  effort  by  the  Feds  and  by  the  private 
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sector  and  the  professional  groups  and  so  forth,  works;  and  it's  oc- 
curring in  the  eighties. 

•  Senator  Denton.  Well,  I'm  all  for  the  coordination.  And  I  just 
hope  that  the  reflation  isn't  considered  an  omen  of  over-interven- 
tion to  be  developed  in  the  future;  because  I  personally  still  support 
it. 

Father  Paris,  I  have  before  me  your  statement  by  Rev.  Edward 
M.  Bryce  on  behalf  of  the  Committee  for  Pro-Life  Activities  of  the 
National  Conference  of  Catholic  Bishops.  This  document  pertains 
to  the  interim  final  rule,  nondiscrimination  on  the  basis  of  handi- 
cap, published  in  the  Federal  Register  March  7,  1983. 

Speaking  for  the  National  Conference  of  Catholic  Bishops,  Father 
Bryce  says  in  reference  to  this  issue  we  are  discussing,  the  sign  in 
the  hospitals  and  so  forth,  "The  new  interim  final  rule  adds  noth- 
ing substantive  to  these  principles.  It  simply  provides  for  reporting 
of  violations  and  facilitates  corrective  actions  so  that  lifesaving 
treatment  can  be  provided  in  emergencies.  The  notice  is  to  be 
posted  in  federally  funded  hospitals  therefore  refer  only  to  cases  in 
which  a  handicapped  infant  is  being  discriminatorily  denied  food  or 
customary" — underlined — "medical  care" — that's  the  end  of  the 
quotes. 

"Several  remarks  can  be  made,"  and  I  am  continuing  to  quote 
his  article — "several  remarks  can  be  made  at  the  outset  concerning 
this  legal  development.  One,  the  regulation  is  perfectly  consistent 
with  Roman  Catholic  declarations  on  the  dignity  and  rights  of  the 
handicapped  infant.  For  example,  the  Pastoral  Statement  on 
Handicapped  People  issued  by  the  Bishops  of  the  U.S.  in  1978  con- 
demned the  denial  of  'ordinary  and  useful  medical  procedures'  on 
the  basis  of  a  child's  handicap." 

It  goes  on  and  develops  tli^t,  and  point  two,  "there  is  no  contra- 
diction between  these  regulations  and  Catholic  moral  teaching  on 
the  withdrawal  of  medical  treatment.  This  teaching  emphasizes 
that  the  deliberate  omission  of  necessSt^  sustenance  in  order  to 
cause  death  can  be  equivalent  to  murHer,"  and  he  goes  on  about 
that.  ( 

And  his  third  point  here  is,  "the  regulation  also  is  consistent 
with  American  legal  traditions  regarding  the  State's  duty  to  pro- 
tect children  from  neglect  of  parents  and  physicians." 

From  your  statement  I  gather  that  that's  not  entirely  in  conso- 
nance with  your  views.  The  Vatican  also  stated  that  "the  deliber- 
ate failure  to  provide  assistance  or  any  act  which  leads  to  the  sup- 
pression of  the  newborn  disabled  person  represents  a  breach  not 
only  of  medical  ethics  but  also  the  fundamental  and  inalienable 
right  to  life." 

That  was  from  the  statement  on  International  Year -of  Disabled 
Persons,  1981. 

It  appears  that  there  is  an  inconsistency  between  some  of  the  po- 
sitions you  took  and  those  of  the  Vatican,  in  particular  regarding 
the  regulation. 

Father  Paris.  Well,  I  think  there  was  no  inconsistency.  Senator. 
There's  nothing  inconsistent  with  Catholic  teaching  in  saying 
that  clearly  we  should  provide  customary  care.  That's  clear. 
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I  surely,  certainly,  agree  and  believe  that  the  Government  ought 
to  insist  that  ordinary  and  customary  care  be  provided  and  that  no 
one  be  denied  it  discriminatorily  because  they  are  handicapped. 

The  question  that  arose  here  is:  Is  a  Federal-  regulation  of  the 
type  that  was  issued  by  Department  of  Health  and  Human  Serv- 
ices, the  best  way  to  achieve  the  goal  which  Dr.  Little  and  this 
committee  and  I  all  agree  is  a  good  goal:  The  protection  and  assur- 
ance that  no  one  is  discriminated  against  because  of  a  handicap. 

I  think  it  is  overly  blunt  and  yesterday  I  had  occasion  to  attend  a 
meeting  of  the— all  of  the  pediatric  neonatologists  of  Metropolitan 
Washington,  a  meeting  at  Children's  Hospital,  and  it  was  clear 
that  already  there  have  been  very  adverse  impacts  upon  the  prac- 
tice of  medicine  because  of  this  regulation. 

Children's  Hospital,  itself,  has  received  children  whom  outlying 
hospitals  have  clearly  convinced  -are  dying,  and  there's  nothing 
they  can  do;  and  they  send  them^  in  to  Children's  Hospital,  lest 
they  be  accused  of  not  giving  all  tHe  possible  care  that  could  be  de- 
livered. .  ,  •  ,  ,  J 
And  so  Children's  Hospital  in  Washington  now  is  being  burdened 
by  children  for  whom  there's  really  no  care  that  they  can  provide 
different  from  the  community  hospitals,  but  which  the  community 
hospitals  have  now  in  light  of  this  regulation  are  afraid  to  treat. 

Senator  Denton.  Well,  I  think  we're  being  very  reasonable  now 
about  the  way  we're  discussing  this  thing,  not  that  we  ever  had  di- 
verted from  that.  ,     xt    •      i      i.u  i- 

But  Father  Bryce  does  go  on  to  say  in  the  National  Catholic 
Bishop's  statement,  after  having  approved  the  regulation,  that: 

Although  the  Catholic  health  care  system  has  willingly  implemented  this  new 
regulation  some  medical  organizations  have  voiced  objection.  They  claim  the  regu- 
lation interferes  with  sound  medical  judgment  and  imposes  new  legal  burdens  on 
physicians  and  hospitals.  This  charge  seems  premature  at  the  very  least.  The  regu- 
lation makes  the  proper  distinctions  in  this  area  and  there  s  no  evidence  that  it  will 
be  enforced  arbitrarily  or  unreasonably. 

That's  at  least  what  this  paper  maintains.  So  I  think  we're  talk- 
ing about  degrees  of  reasonableness  of  intervention;  and  I  hope 
that  we  can  at  least  achieve  an  agreement  that  nothing  dire  is  in- 
tended and  it's  a  matter  of  whether  or  not  there  is  too  much  or  too 
little  governmental  intervention.  .  ,  r> 

I  must  say  that  as  a  Senator  I  tend  to  agree  with  Dr  Ramsey 
and  Dr  McLone;  but  I  have  no  less  respect  for  what  Dr.  Little  and 
Father  Paris  have  had  to  offer.  That's  the  only  reason  Im  not 
asking  Dr.  McLone  and  Dr.  Ramsey  any  questions. 
Senator  Nickles?  ^  ,     "  ... 

Senator  Nickles.  Father  Paris,  to  follow  up— I  listened  attentive- 
ly to  your  statements  and  find  myself  agreeing  with  most  of  the 
things  that  you  had  to  say.  u  u 

I  might  reiterate  and  I  m  assuming  that  you  were  here  when  Ur. 
Koop  made  his  statement? 
Father  Paris.  Yes.  ^       ^.        x  ^.u-  i    j  • 

Senator  Nickles.  I  heard  probably  three  times,  I  think,  during 
the  course  of  his  statement  that  this  rule  was  not  to  be  interpreted 
to  not  prolong  dying.  ^       ,  , 

And  I  heard  that  strong  throughout  your  statement,  and  yonve 
repeated  it  again.  I  think  it's  worth  mentioning.  I  don  t  think  that 
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by  this  regulation— I've  read  the  regulation— I  don't  read  that  into 
it. 

Maybe  that's  an  overreaction  by  some  hospitals  or  what,  I  don't 
know;  and  maybe  some  clarifications  might  be  made  by  HHS  to 
make  sure  that  that  is  communicated. 

Father  Paris.  The  regulator  may  say,  "we  do  not  intend  this," 
but  surely  the  recipient  of  that  becomes  quite  nervous  at  the 
thought  that  all  of  their  Federal  funds  are  going  to  be  taken  away. 

I  had  occasibn^la^t  night  to  attend  a  dinner  with  some  six  physi- 
cians, I  believe,  one  of  whom  is  medical  director  of  a  very  large 
hospital,  who  reports  that  within  their  institution  they  have  treat- 
ed a  child  born  with  anencephaly  totally  beyond  any  possibility  in 
anyone's  judgment  of  being  viable;  and  yet  the  infant  was  treated 
because  of  the  fear  of  this  regulation. 

And  I  said,  "Doctor,  that's  unconscionable  for  you  to  do  that," 

He  said,  "but  you  don't  understand  what  it  is  to  have  some  bu- 
reaucrat ready  to  take  away  your  funds." 

Now,  I  think  it's  

Senator  Nickles.  Is  he  aware  that  504  has  been  on  the  law  books 
almost  10  years? 

Father  Paris,  Yes,  but  now  there's  a  phone  call;  and  the  thought 
that  somebody's  going  to  call  up  

Senator  Nickles,  The  law  hasn't  chaviged. 

Father  Paris.  That's  correct. 

Senator  Nickles.  I  would  appreciate  hearing  your  ideas  if  you 
think  that  the  signs  will  have  an  adverse  impact,  I  don't  know — 
but  if  there  are  some  inequities,  some  injustices  to  handicapped 
children  that  are  losing  their  lives  this  notification  and  the  signs 
and  the  toll-free  number  may  not  be  the  right  step. 

If  you  have  some  other  ideas  to  help  correct  this  problem,  Dr. 
Little — you  indicated  an  interest  in  communication;  I  think  you'll 
find  persons  receptive.  ^' 

But  it's  obvious  when  you  see  this  type  of  comments  being  made, 
it  certainly  is  increasing  public  awareness. 

Dr.  McLone,  do  you  have  a  feeling  that  this  type  of  discrimina- 
tion is  increasing  or  decreasing? 

Dr.  McLoNE.  I  think  I  agree  with  Dr.  Little.  I  think  it  has  been 
there  for  a  very  long  time.  In  spina  bifida  particularly,  as  I  said, 
before-  1950  it  wasn't  a  problem  because  we  had  nothing  to  offer. 

And  I  think  that  it's  important  that  we  understand,  and  I  think 
Father  Paris  said  that — we're  talking  about  children  who  are  born, 
who  are  going  to  survive  handicap,  and  they  have  a  handicap  and 
we  can  make  them  survive  by  doing  something  about  children 
dying;  and  that  there  isn't  anything  that  can  be  done. 

How  do  I  feel  about  the  regulation?  I  think  it/s  probably  some- 
thing I  ought  to  speak  to: 

I  am  concerned  about  Government  intervention  into  the  doctor- 
patient  relationship.  I  find  it  distasteful  when  the  courts  step  be- 
tween me  and  my  little  patient.  But  it  is  a  major  problem. 

However,  I  think  maybe — if  Government  is  being  accused  of 
being  too  premature  in  implementing  this  rule,  maybe  those  who 
were  advocating  that  it  is  premature,  I  think  may  be  also  acting 
prematurely. 
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1  think  we  ouK'ht  to  look  at  this  thing  and  see  ^yhat  the  effect  of 
it  is  There's  no  doubt  that  there  are  children  denied  prompt  treat- 
ment in  this  country.  If  this  regulation  and  the  posting  this  regjila- 
t7on  which  we  should  all  know  about  anyway  is  the  law  if  posting 
this  regulation  causes  more  harm  and  no  good,  then  i  think  we 

°"6'ole^fr!'if'ft'=c'au7eT^Le  difficulties  or  interferes  with  some  of 
our  practices,  yet  benefits  a  few,  even  newborn  children  gets  them 
appropriate  treatment  or  they  get  the  water  and  food  that  they 
nSand  that  those  cases  don't  recur,  then  I  think  maybe  its  a 

m'not-ifs  outside  of  my  area  of  expertise.  I  don't  know  what 
the  Effects  of  signs  are  on  people.  And  I'm  not  a  sociologist  and 

^'Se'rL^lsT^S^^^  being  denied  care;  if  this 

then  I  think  we  ought  to  step  back. 

Senator  NiCKLES.  Thanks  very  much.  „      .    „    x  i. 

Senator  Denton.  Dr.  Ramsey,  before  we-well,  actually  I  want 
to  hear  a  last  word  from  you  regarding  the  Presidents  Commis- 
sion Ind  any  comments  you  have  to  make;  because  you  haven  t 

'indtfn'Wry!  if  the  third  panel  would  defer  until  we  allow 
the  family  to  come  in,  because  they've  been  waiting  out  there  for 
quite  some  time? 

Dr  R^mIe?  Two  or  three  small  points  before  I  make  a  comment 
that  I  would  very  much  like  to  make  about  the  Presidents  Com- 
mission, that  have  arisen  in  our  discussion. 

Senator  Denton.  Would  you  put  the  mike  a  little  closer.' 

?thfnTf'Mr.  Chairman,  you  will  find  that  the  death  certificate 
for  ''Bkby  Doe"  does  not  show  it  died  of  starvation;  and  not  because 
there  was  any  coverup.  If  you  were  withheld  nourishment  you,  too, 
would  die  of  something  else;  anyone  would:  .fo„,;ncr  na 

Second  I've  never  heard,  in  this  matter  of  slowly  starving  pa- 
tients of' physicians  who  having  chosen  that  form  of  child  neglec 
hlJe  then^Een  a  form  of  drip  that  will  not  deliver  calories  but 
will  Drevent  dehydration.  That  can  be  done,  I  understand  If  it  is 
Sd'^nTthy  means  they  first  decide  to  -11-^?^^-^^^^^^ 
and  then  decide  not  to  comfort  and  pare  for  thfem  as  against  ttie 
unknowable  possible  pain  of  dehydration.  n^noi;=t  Per- 

Mv  third  point  is  addressed  to  some  of  my  fellow  panehst  i^er 
bans  custLary  is  a  vague  term.  So  let  me  note  as  a  matter  of 
record  that  the  two  houies  of  the  Indiana  legislature  have  in  con- 
Kce  nfw  just  about  removed  any  discrepancy  between  the  two 
bi  Is?  and  thai  State  will  soon  pass  a  law  f^^t  fates        the  ^ 
ment  shall  be  given  in  the  case  of  a  defect  that  would  be  given  to  a 

"°Now  that  was  the  substance  of  my  testimony.  And  it  is  not  at  all 

"Tt  If  indeed  a  golden  rule  of  argument,  which  braces  the  mind 
like  being  shot  at  sunrise.  If  the  medical  profession  is  not  willing  in 
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its  practice  in  the  State  of  Indiana  after  that  law  is  on  the  books— 
which  requires  in  the  case  of  a  defective  child  needing  some  sur- 
gery that  the  test  be,  would  I  give  that  to  a  normal  child  ix)  like 
need?— then  I  don*t  think  the  question  is  vagueness  or  lack  ot  exac- 
titude in  knowing  what  would  be  right  to  do,  or  what  the  law  re- 
quires by  way  of  equal  treatment  without  weighing  in  the  noncor- 
rectible  abnormalities. 

Do  I  have  time  for  a  brief  comment  or  not  on  the  President's 
Commission? 

Senator  Denton.  Yes,  sir,  very  brief  because  we  do  have  the 
Rossow  family  waiting. 

Dr.  Ramsey.  Well,  I  hope  I  can  make  it  because  it— I  think  one 
has  to  be  very,  very  good  at  reading  committee  reports.  It  sounds 
like  it's  very  strict,  about  young  patients,  a  strict  standard  is  to  be 
imposed.  They  not  to  be  denied  anything  clearly  beneficial  to  the 
patient. 

I  saw  on  the  TV  the  other  night  on  the  nightly  news  the  picture 
of  the  smallest  baby  yet  born  to  survive,  a  little  over  a  pound;  its 
heart  was  shown,  the  size  of  your  thumbprint. 

It  had  already  had  a  heart  operation.  The  nagging  question—it's 
not  even  clearly  beneficial  to  that  baby— is  would  it  have  been  as 
clearly  beneficial  had  the  physician  also  known  that  that  little 
baby  about  the  size  of  a  quarter-pound  of  butter,  was  also  afflicted 
with  an  irncorrectible  genetic  anomaly? 

The  statement  of  the  President's  Commission  nevertheless  per- 
mits the  withholding  of  treatment  for  defective  newborns  on  the 
basis  of  defect  if  continued  the  existence  would  or  would  not  be 
beneficial  to  the  patient. 

Now,  a  flag  \yent  down  for  me  on  the  field  at  that  expression. 

The  Commission's  phrase  crept  into  medical  ethical  literature 
first  as  the  wrong  of  continued  existence.  To  withhold  treatment  if 
continued  existence  would  not  be  of  net  benefit  to  the  child  is  a  eu- 
phemism for  that  so-called  wrong. 

And  I  would  suggest  that  the  Congress,  which  may  have  an  over- 
representation  of  lawyers,  consider  that  twisting  of  tort  law  if  the 
wrong  is  continued  existence,  rephrased  as  a  judgment  that  contin- 
ued existence  would  not  be  of  benefit,  is  to  be  a  privately  practiced 
guideline. 

It  is  twisting  utterly  the  notion  of  harm,  of  tort,  of  wrong  that  is 
behind  the  phrase,  first  the  phrase  the  wrong  of  continued  exist* 
ence  and  then  the  phrase  opening  the  possibility  of  nonmedical 
judgment  that  continued  existence  is  not  of  net  benefit  to  a  patient 
because  of  medically  untreatable  handicap. 

I  thank  you  very  much. 

Senator  Denton.  Thank  you.  Dr.  Ramsey,  Father  Paris,'  Dr. 
McLone  and  Dr.  Little.  Your  testimony  was  superb.  We  thank  you. 

The  next  group  is  about  to  come  in.  We  will  move  forward  to 
them. 

Next  is  the  Rossow  family  from  Ellington,  Conn.  The  Rossows 
have  adopted  11  handicapped  children.  They  will  share  with  us 
today  some  of  their  experiences  in  nurturing  these  11  youngsters. 

Please  move  the  chairs  so  the  wheelchairs  can  get  in. 
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The  Rossows  happen  to  be  personal  friends  of  the  ranking  minor- 
ity member  of  this  subcommittee,  Senator  Dodd,  who  is  unfortu- 
nately unable  to  be  with  us  today. 

Welcome,  Mr.  Rossow,  Mrs.  Rossow  and  all  the  little  Rossows. 

The  senior  Senator  from  their  home  State  of  Ck)nnecticut,  bena- 
tor  Weicker,  will  be  in  presently  to  say  a  few  words  of  introduction. 

I  want  to  remind  the  guests  that  we  have  a  further  panel  who 
have  kindly  delayed  so  that  the  Rossows  won  t  have  to  wait  out  in 
the  hall-  Senator  Weicker,  who  is  well  known  for  his  interest  in  the 
handicapped,  is  their  Senator,  and  he  will  introduce  them. 

STATEMENT  OF  CARL  AND  RACHEL  ROSSOW,  ACCOMPANIED  BY 
THEIR  THREE  NATURAL  CHILDREN  AND  11  ADOPTED  MEDI- 
CALLY FRAGILE  CHILDREN;  AS  INTRODUCED  BY  HON. 
LOWELL  S.  WEICKER,  A  U.S.  SENATOR  FROM  THE  STATE  OF 
CONNECTICUT 

Senator  Denton.  Welcome. 
Senator  Weicker.  Mr.  Chairman. 

Senator  Denton.  Senator  Weicker.  .  ■,        ^  t  • 

Senator  Weicker.  Senator  Nickles,  it's  with  great  pride  that  1  in- 
troduce to  you  Rachel  and  Carl  Rossow  and  their  family,  trom  li.ll- 

ington.  Conn.  .    ,  ,     ^  cc 

They  are  some  of  the  best  Connecticut  has  to  otter. 

A  few  weeks  ago  when  they  were  featured  on  a.  program  pro- 
duced by  WNEV-TV  channel  7  in  Boston,  President  Reagan  was 
among  the  viewers.  And  so  inspired  was  he  by  their  story  that  he 
put  a.  call  through  to  them  that  very  day. 

I  know  that  you'll  find  their  example  equally  inspiring. 

To  call  Rachel  and  Carl  a  remarkable  pair  of  parents  would  be  to 
understate  the  case.  In  addition  to  raising  three  children  of  their 
own  who  are  now  in  their  teens,  they  have  since  1971  adopted  LI 
severely-handicapped  children.  One  of  them,  Christopher,  a  4-year 
old  with  cerebral  palsy,  died  last  year.  o     i  c 

Today  the  adopted  Rossows  range  in  age  from  2  to  15  years  old. 
Their  disabilities  are  equally  wide  ranging,  but  all  oi  them  severe.. 

The  Rossows  also  take  into  their  home  severely  handicapped  chil- 
dren on  an  emergency  placement  basis  while  these  children  await 

^*^'fhe°r'eason  the  Rossows  do  this  is  very  simple:  they  believe  that 
multiple  handicapped  children  can  best  achieve  their  whole  poten- 
tial in  a  setting  that  combines  family  love  and  support  and  protes- 

sional  care.  .  ,       ,     ^   ,  .      ir  r  n 

And  that's  why  in  1973  Carl  quit  his  job  to  devote  himself  full- 
time  to  children.  r-^  •  i.- 

He  and  Rachel  formed  Alpha-Omega,  a  nonprofit  organization 
which  acts  as  an  advocate  for  handicapped  children.  Five  years 
later  Alpha-Omega  received  a  grant  from  the  State  of  Connecticut 
to  build  a  house  especially  designed  for  these  children. 

Today  the  home's  annual  budget  of  $105,000  depends  on  dona- 
tions, and  the  State  Department  of  Children  and  Youth  Services 
which  reimburses  them  for  each  child. 
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^  /> 

Rachel  has  been  a  valuable  and^eloquent  witness  before  the  Sub- 
committee on  the  Handicapped  ^n/ time  past.  I  am  sure  she  and 
indeed  all  the  Rossows  have  much  to  tell  and  teach  us  all  today. 

It's  a  great  honor  to  have  you  with  us  in  the  U.S.  Senate,  and 
indeed,  you  are  a  living  example  to  all. 

And  I  hope  that  you  will  be  able  to  so  state  the  case,  that  there 
will  be  a  great  deal  of  additional  funding  for  what  you  do  and 
others  like  you  do  for  the  children  that  you  have  with  you  and  the 
children  who  are  not  here  today.- 

Thank  you  very  much. 

Senator  Denton.  Thank  you  very  much.  Senator  Weicker. 

Mr.  Rossow.  Thank  you,  Senator  Weicker,  Senator  Denton,  Sena- 
tor Nickles;  and  thank  you,  Senator  Dodd,  who  could  not  be  here 
today,  but  who  has  been  a  very  dear  friend  and  a  very  good  sup- 
porter of  us,  too. 

*I  was  going  to  take  rollcall  because  we  have  a  number  of  our 
children  from  all  over  the  United  States  represented — Missouri, 
where  Tm  from,  and  Rachel's  from  California — Kentucky  and  Flor- 
ida, and  a  Texan,  some  Connecticut  kids,  and  a  child  even  from 
New  York. 

We  are  very  happy  to  be  here,  I  assure  you,  it's  a  privilege. 

If  I  would  be  very  honest,  I  would  say  I  am  nervous,  because  it's 
very  weighty.  We  are  not  sophisticated  in  our  testimony,  but  it 
comes  from  our  heart;  as  we  introduce  our  children  later  on  in  our 
testimony,  I  think  you  will  understand  why. 

We  have  14  children.  Sometimes  the  numbers  get  mixed  up  a 
little  bit,  natural  children,  adopted  children  and .  permanently 
placed  foster  children.  All  the  children  are  with  us'-^edr  commit- 
ment is  on  a  permanent  basis. 

Likewise,  as  Senator  Weicker  mentioned,  our  little  Christopher 
who  came  with  us  at  a  very  early  age  and  died  last  year.  Our  phi- 
losophy basically  has  been  that  only  in  a  family  environment  to- 
gether with  trust  and  stability  and  love  and  so  forth,  can  a  child 
reach  his  fullest  potential. 

The  things  which  we  are  going  to  address  today  basically  center 
,  around  support  services,  to  parents  such  as  ourselves,  but  mainly, 
natural  parents  who  give  birth  to  a  disabled  child— what  do  they 
need. 

Rachel  will  address  briefly  the  "Baby  Doe"  situation  and  some 
suggestions  that  she  hopes  you  will  take  into  mind. 

And  then  we're  going  to  talk  about  the  value  of  every  person; 
and  we're  going  to  talk  a  little  bit  about  our  family  because  they're 
here  and  we're  just  very  proud  of  them.  And  they  can  oftentimes 
speak  much  better  just  by  their  presence  than  we  can,  especially 
little  Benjamin,  who's  here  with  us  today  [indicating]. 

I  think  we'll  begin  then  just  by  delineating  a  few  things  that  we 
see  a  need  for  in  support  services  and  how  they  have  related  over 
the  past  years  to  our  experifence. 

Rachel,  how  about  you  addressing  just  the  basic  issues  about  the 
families  being  out  there  and  so  forth? 

Mrs.  Rossow.  Sometimes  people  will  make  comments  to  us  that 
we're  special.  And  it  bothers  ug  because  we're  really  not;  and  I 
want  to  make  just  a  few  references  there — there's  an  agency  in 
'  Washington,  D.C.,  that's  receiving  200  letters  per  month  from  fami- 
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lies  requesting  children  with  disabilities  or  otherwise  known  as 
'*hard  to  place  children." 

Within  Connecticut  there  have  been  many  families  that  have 
been  placed— I'm  mostly  familiar  with  the  New  England  area— last 
year  in  Massachusetts  there  were  two  children  with  known  termi- 
nal illnesses  that  were  placed  in  adoptive  families;  one  of  the  chil- 
dren has  since  passed  away.  A  little  girl  from  Illinois,  6,  with  a 
multiplicity  of  anomalies  was  placed  in  an  adopted  family  in  Flor- 
ida and  she  has  since  left  this  Earth. 

I  just  mention  these  few  little  situations  so  that  there  are  fami- 
lies that  are  all  over  that  are  realizing  the  value,  the  joy,  and  the 
excitement  of  sharing  their  family  with  a  youngster  who  needs  a 
home,  and  just  happens  to  have  some  form  or  another  of  disabil- 
ities. 

I  would  also  like  to  say  that  within  Connecticut,  again  that's 
where  I  am  the  most  familiar  with,  over  the  last  10  years  the 
entire  adoption  picture  has  changed.  Right  now  there  are  not  any 
babies  that  are  free  for  adoption  that  are  not  already  placed  in  per- 
manent families. 

That's  very,  very  exciting,  because  one  of  the  situations  we  hear 
in  reference  to  the  *'Baby  Doe",  is  that,  all  right,  if  the  babies  were 
saved  the  families  might  be  straddled  with  a  situation  that  they 
would  not  care  to  have  the  rest  of  their  life;  and  I  truly  ache  for 
that  family— and  we*ll  get  into  that  later. 

But  I  just  want  to  make  this  point  so  firm  and  so  clear:  that 
there  are  families  out  there. 

There  also  is  a  role  that  the  Federal  Government  can  play  in 
this: 

Families  have  contacted  us  from  various  States  that  have  had 
difficulties,  particularly  if  they  move.  In  one  State  there  may  be  a 
subsidized  adoption  law;  in  another  State  there  might  not  be. 

They  might  be  disagreeing  in  policies  within  adoption  agencies  in 
different  States. 

So  there  certainly  are  areas  that  the  Federal  Government  can 
give  100-percent  subsidy  for  families.  In  other  words,  when  a  child 
goes  from  foster  care  system  to  the  adoptive  system,  some  States 
maintain  the  same  financial  support  of  that  family;  some  States 
don't. 

So  again,  I  see  a  definite  role  the  Federal  Government  could  play 
in  this  area. 

An  exciting  thing  in  Connecticut  in  the  last  10  years  in  this  area 
is  that  the  adoption  of  children  with  special  needs  has  mirrored  the 
adoption  of  children  without  special  needs,  which  I  think  is  very 
exciting.  The  children  that  they  are  having  more  difficulty  placing 
right  now  are  older  children  and  sibling  groups.  No  matter  how  in- 
volved the  anomalies,  even  to  the  point  of  known  terminal  illness, 
the  families  are  there. 

And  I  think  what  that  bespeaks  is  not  only  that  children  need  a 
family,  but  the  families  need  the  children.  And  it*s  very  much  a 
two-way  street. 

Mr.  Rossow.  Another  important  aspect  which  really  has  been 
prominent  over  the  last  number  of  years,  too,  as  our  children  have 
entered  the  public  school  system  and  all  has  been  94-142. 
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And  I  mention  it  here  today  because  it  has  really,  been  a  neces- 
sary piece  of  legislation  that  has  allowed  us  to  participate  and  to 
educate  our  youngsters. , 

There  are  numerous  examples  of  this  particular  thing  and  I 
serve  on  the  local  board  of  education  in  Ellington,  too,  and  some- 
times Tm  familiar  with  both  sides  of  the  fence. 

But  for  example,  well,  Rachel,  why  don't  you  just  tell  them? 

Mrs.  Rossow.  Until  September  of  1980  when  the  94-142  actually 
carne  into  effect,  otir  children  were  not  able  to  go  to  the  bathroom 
during  the  school  day.  There  really  was  not  a  law  on  our  side  if  we 
pushed  it,  which  meant -that  various  children  had  to  have  collect- 
ing devices  underneath  their  wheelchairs. 

The  moment  September  of  1980  came  and  that  law  was  orf  the 
Federal  books,  everyone  was  marvelous,  all  of  a  sudden.  Within  our 
school  system,  it  was  under  $500  to  make  the  school  completely  ac- 
cessible; and  then  they  could  use  the  facilities. 

This  is  our  young  one  [indicating  child]. 

Mr.  Rossow.  Another  aspect,  very  briefly,  too,  is  that  aspect  of 
504,  the  accessibility  requirements.  I  think  many  of  us  who  walk 
cannot  really  understand  until  we  sit  in  a  chair,  what  it  means  to 
try  and  get  some  place. 

I  know  j/ouVe  heard  this  before.  But  I  can  give  examples  of 
hotels.  We  ve  been  in  one  that  was  supposed  to  be  accessible,  but ' 
when  a  child  can't  even  get  into  a  shower,  you  know,  and  bathe 
himself  or  herself— it's  very  much  of  a  necessary  thing. 

Around  Washington,  it's  really  a  neat  thing  because  we  can  get 
around.  A  lot  of  cities  aren't  like  that,  however.  And  a  lot  of 
churches  haven't  even  been  until  these  past  number  of  years  when 
the  accessible  process  has  begun. 

But  we  see  that  aspect  of  barrier  redesign  and  accessibility  espe- 
cially to  public  places  as  being  a  very  important  thing.  ^ 

And  I  would  just  like  to  make  one  other  comment  about  that, 
too. 

As  Rachel  and  I  have  approached  a  lot  of  these  things  we  have 
sensed  the  practical  aspects  of  what  that  means.  And  a  lot  of  times 
a  very  commonsensical  approach  can  do  the  job,  but  you  have  to 
address  that  particular  need.  Just  as  an  example  when  we  moved 
into  our  new  house,  the  mirrors  were  placed  by  the  builders  at  a  6- 
foot  level,  vvhere  the  architect — he  was  sincere,  but  he  just  didn't 
sit  in  a  chair  and  realize  the  child  who  would  be  trying  to  get  to 
the  mirror  could  not  look  at  himself  or  heVself.  So  the  mirror  was 
up  here  [indicating]. 

Obviously,  when  we  told  him,  he  changed  the  mirrors  and 
brought  the  mirrors  down  where  the  child  could  see  in  them. 

Anyway,  these  are  some  examples  which  we  consider  very  impor- 
tant. 

Another  one  which  really  relates  to  the  disabled  community,  es- 
pecially children — and  I  would  speak  for  the  natural  born  parent 
and  family;  and  that's  the  help  required  when  a  child  is  born. 

And  Rachel  is  going  to  address  that  issue  more  later.  But  for  ex- 
ample, catastrophic  medical  care  or  health  type  of  coverage.  For 
the  parent  who  just  carries  some  type  of  insurance  from  where  the 
parent  works  or  whatnot,  this  is  one  of  the  areas  that  can  really  be 
a  disaster. 
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They  have  enough  things  to  go  through.  We  above  all  people  in 
my  own  opinion,  should  be  able  to  help  that  family  and  that  child. 

That  is  one  contributing  factor  where  that  child  can  stay  within 
the  family  and  not  be  turned  away. 

Would  you  like  to  speak  to  that,  Rachel? 

Mrs  Rossow.  I  would  like  to  share  with  you  some  thoughts,  and 
Fve  been  speaking  on  the  staff  level,  I  believe  to  both  of  your  staffs, 
and  also  Senator  Dodd's  staff,  'about  a  suggestion  on  the  Baby 

Doe"  situation.  ^      •         .     ..i.     t»     u     -  ^ 

I've  beon  concerned  that  some  of  the  reaction  that  1  m  hearing 
right  now  is  very  negative  to  new  parents  that  have  just  given 
birth  to  a  child  with  a  disability.  I  see  a  tremendous  need  for  a 
positive  outreach  to  those  parents  immediately  when  that  child  is 

'^^What  I  would  like  to  do  is  explain  some  of  the  goals,  and  ask  the 
continuing  help  of  your  staff  and  Senator  Dodd's  staff  to  work  on 
the  implementation  of  the  specifics  of  it. 

Some  of  the  goals  are  the  following:  .  . 

First,  if  the  parents  could  be  moved  in  this  immediate  crisis  situ- 
ation at  least  2  weeks,  perhaps  a  month,  down  the  road.  In  our 
country  all  of  our  laws  are  based  on  not  allowing  people  to  make 
tough  decisions  during  a  crisis  time.  If  you  want  a  divorce,  you 
must  wait  by  law;  if  you  want  to  adopt  a  child,  a  minimum  ot  b 
months.  In  making  every  major  lifelcng  decision,  you  must  wait— 
except  in  the  case  of  these  parents  who  are  being  asked  within  the 
first  24,  48  hours  to  make  life  and  death  decisions  for  their  child. 

So  one  tremendous  goal  is  to  help  bring  those  parents  at  least  ^ 
to  4  weeks  out  of  the  immediate  crisis  situation.   -       ^    .     ,  , 

During  that  time  if  it  would  be  possible  to  extend  what  s  already 
in  our  country  and  known  to  be  good,  to  extend  a  little  bit  tur- 
ther— NIH  continues  their  data  bank,  and  if  hospitals  the  moment 
a  child,  with  a  severe  disability/medically  fragile  condition  would 
be  born,  if  the  hospital  could  be  required  to  contact  NIH. 

NIH  could  just  givathem  all  the  experts  that  would  be  known  in 
dealing  with  the  disability  of  their  child  in  their  area-who  could 
the  parents  turn  to?  What  kind  of  parent-to-parent  support  groups 
are  right  within  that  locale,  their  names,  addresses,  phone  num- 
bers*^ 

^And  from  a  national  adoption  pool  that  there  are  two  families  in 
the  Midwest,  say,  interested  in  adopting  a  child,  or  have  expressed 
an  interest  in  adopting  a  child  with  such  and  such  a  disability.  It 
that  information  could  just  be  presented  to  the  family,  I  would 
think  that  would  help  them  very,  very  much. 

A  second  aspect  of  this  is,  if  it  would  be  possible-every  chi  d 
who  is  born  in  a  hospital,  some  one  makes  ^  decision  immedi^^^^^^ 
as  to  whether  or  not  that  child  is  medically  fragile.  Either  they  go 
into  special  care  nursery,  or  into  a  regular  nursery. 

In  Connecticut  we  use  the  APCAR  score.  Some  places  use  differ- 
ent types  of  immediate  evaluations,  sometimes  the  nurse,  some- 
times a  doctor.  '*!;,..  i-    .  t„  fv.;.. 

If  somehow  that  could  be  added  with  a  yes-or-no  question,  is  this 
a  medically  fragile  child,  is  this  a  child  where  these  decisions  of 
.  withholding  food  might  be  considerecj?  And  if  a  yes-answer  to  that 
could  set  the  child  up  into  a  due  process— that  could  either  be  5U4, 
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it  could  be  !M-14lii.  I  understand  even  10  States  now  go  down  to 
zero-birth  exclusions~-in  Madison,  it's  been  very  exciting  to  the 
University  of  Wisconsin  how,  if  the  parents  desire,  they  can  sign 
their  child  literally  in  the  delivery  room  into  their  local  school 
system. 

They  can  start  learning  about  care,  learning  about  the  support 
services  there,  early  intervention  programs  that  are  available  for 
the  child. 

The  biggest  thing  we're  trying  to  do  is  help  those  parents  realize 
they're  not  alone;  because  I  think  one  of  the  things  that  some  of 
the  negative  aspects  and  some  of  the  antagonistic  aspects  that  have 
come  out  of  the  '*Baby  Doe"  situation,  one  of  the  negative  spinoffs 
of  this  is  that  the  parents  and  the  doctor  have  become  more  isolat- 
ed and  people  that  are  out  there  and  trying  to  help,  there  is  resist- 
ance to  getting  them  in. 

It  seems  as  though  there's  more  of  an  adversarial  atmosphere 
and  this  concerns  me. 

A  third  aspect,  and  this  is  a  critical  one  I  could  turn  it  over  to 
the  lawyers,  that  if  there  could  be  a  hinged  kind  of  a  legal  mecha- 
nism whereby  if  the  moment  the  parents  would  decide  to  withhold 
food— ^and  by  that  I  would  define,  tube-feeding,  intravenous  feeding, 
cut-downs — these  are  not  involved  procedures;  one  of  the  young- 
sters that  had  a  gastrostomy  feeding,  and  when  I  asked  the  doctor 
how  long  he  would  be  in  the  hospital  for  the  tube  to  be  implanted, 
he  said  if  he  were  an  adult  he'd  do  it  as  an  outpatient  in  his  office. 

So  we're  not  talking  about  severely  involved  medical  procedures. 

To  insure  that  while  the  parents  in  the  decisionmaking  process 
have  2  weeks  or  a  month,  that  that  child  could  receive  nourish- 
ment and  have  the  chance  for  life;  then  if,  as  I  say,  the  hinged  kind 
of  a  decision  that  if  the  parents  were  to  decide  to  terminate  food  on 
that  youngster,  automatically,  they  would  be  terminating  their 
own  parental  rights. 

I  am  stressing  this  because  then,  there  would  be  the  protection 
that  the  rest  of  us  in  society  would  have  for  that  youngster,  that 
we  could  go  in,  possibly  to  the  parents— they  could  be  encouraged, 
they  could  be  given  information;  but  knowing  that  if  that  decision's 
made  to  withhold  nourishment,  then  automatically  the  parental 
rights  would  be  terminated. 

One  of  the  aspects  of  that  I  would  like  to  point  out  is  that  then 
immediately  the  positive  adoption  pro  '^^ss  could  occur. 

And  again,  through  HHS,  through  .sflH,  through  their  working 
together  as  part  of  a  national  data  system—I  know  they  have  the 
technical  capability  for  doing  this  now,  and  I  know  the  families  are 
there.  I  don't  think  that  would  be  too  hard  to  pull  this  together. 

And  again  we  are  talking,  the  best  estimate  I've  heard  is  perhaps 
one  child  per  State  per  year  is  going  to  be  in  this  kind  of  a  very 
critical  situation  where  it  might  be  a  recommendation  to  withhold 
food.  So  we're  not  talking  about  thousands  of  youngsters. 

If  that  were  the  case  then  first  off,  the  negative,  involuntary  ter- 
mination of  parental  rights  that  might  be  imposed  would  not  have 
to  be  gone  through.  Immediately,  once  the  parents  would  go  along 
with  or  would  make  the  decision  and  terminate  food,  all  we're 
doing  really  is  pushing  up  what's  going  to  happen  in  another  5  or  7 
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days— their  own  parental  ri^^hts  would  tern^-nate  when  the  child 
dies. 

If  the  termination  of  parental  rights  were  pushed  up,  the  local 
State  could  come  in  with  the  adoptive  process— the  adopted  parents 
could  be  on  board  within  24  hours;  again,  making  the  decisions  for 
that  child.  .  ^ 

I  would  like  to  continue  working  with  this  idea  and  trying  to  find 
out  how,  as  I  say,  the  mechanics,  the  implementation  could  come 
about. 

And  I  would  just  perhaps  like  to  say  one  more  comment  regard- 
ing the  whole  ''Baby  Doe''  issue: 

I  do  not  believe  that  at  any  other  point  in  history  has  one  small 
baby  lived  for  such  a  short  period  of  time  and  had  the  impact  on 
the  American  consciousness  that  that  one  child  did. 

When  people  ask:  "What  is  the  value,  or  what  is  the  influence  of 
a  child's  life?"  The  influence  that  that  child  has  had,  as  I  say,  on 
the  American  conscience— only  lived  for  5  days,  has  been  totally  re- 
markable. 

Mr.  Rossow.  Just  in  summing  up  these  resources,  I  want  to  em- 
phasize again  the  first  step  from  Rachel's  and  my  viewpoint,  too,  is 
one  the  life  is  here  then  that  life  must  be  supported;  and  life  must 
Lv?  supported  from  the  very  beginning,  from  the  natural  parent, 
and  the  schooling,  and  work,  and  so  on. 

That's  a  very  important  aspect.  And  without  that  support  and 
where  we're  coming  from,  we  could  not  have  given  to  our  young- 
sters, they  could  not  have  given  to  us.  And  there's  been  a  lot  of 
people  involved  in  this  support,  too,  that  have  encouraged  us  in  a 
very  real  wav. 

So  1  just  vvant  to  end  that  aspect  of  it  saying  that  it  s  a  very  im- 
portant part  of  this.  We  are  alone  a  lot,  but  you  all  have  to  be  out 
there  helping  us. 

Rachel,  go  on. 

Mrs.  Rossow.  Yes. 

Vm  afraid  Tm  nervous.  . 

I  prepared  this  [indicating  booklet]  for  what  I  was  just  talking 
about  and  I  forgot  it.  [Laughter]. 

May  I— this  is  an  open  letter  to  parents  of  children  with  disabil- 
ities. It  was  written  to  provide  answers  to  the  questions  that  we  are 
asked  most  often. 

Parents  at  that  point  in  time  are  given  tremendous  medical  data, 
and  they  must  hear  the  words,  like  paralysis,  hydrocephalic;  they 
must  hear  these  words— potential  severe  retardation;  they  have  to 
hear  those  words.  ' 

But  they  also  must  hear  that  the  majority  of  children  with 
severe  disabilities  now  with  education  and  training  are  jqining  reg-  , 
ular  competitive  society,  that  some  children  as  our  Charlie,  Mary^ 
and  Ellen,  can  learn  and  can  do  productive,  meaningful  tasks  and 
enjoy  work  and  smile— she  likes  her  new  haircut  and  is  proud  of 
the  pin  that  the  President  gave  her. 

In  other  words— they  are  children  with  the  same  hopes,  and 
dreams,  and  fears  as  every  other  child. 

And  perhaps  a  last  bit  

Mr.  Rossow.  This  leads  in— I  think  we'll  talk  a  little  bit  about 
our  children.  We  are  proud  of  them  but  they  do  relate  a  story. 
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Our  three  normal  b(jrn,  Robert,  Susan,  and  Rachel-Marie,  and 
our  family  has  grown  over  the  past  11  years— well,  longer  than 
that,  Rachel-Marie  was  born  in  1960;  but  over  the  last  11  years. 

And  then  Eddy  joined  our  family.  And  Eddy's  on  the  far  right. 

I'm  going  to  embarrass  you  a  bit,  Eddy,  today,  but  it's  OK.  Eddy 
was  severely  handicapped;  very  aptly  Eddy  could  be  put  into  a  box 
ol'  not  being  able  to  do  things.  But  Eddy  has  done  a  whole  bunch  of 
neat  things.  He's  presently  a  sophmore  at  Ellington  High  School, 
with  his  brothers  and  sisters;  he  conquered  0-3  this  year  on  skis. 
You  see  on  hi3  hands  he  doesn't  have  fingers  and  he's  missing  one 
leg,  and  so  forth  and  so  on. 

Those  are  the  things  Eddy  doesn't  have  but  the  things  he  does 
have  is  he  is  just  a  wonderful  person.  ^ 

Eddy  was  the  one  who  kind  of  brought  this  whole  thing  to  our 
attention,  and  Rachel  and  I  didn't  really  have  an  idea  of  hand]::, 
capped  children;  we  had  just  wanted  a  child  and  that  was  Eddy 
who  came  into  our  life  at  one  time. 

And  our  three  natural-born  supported  this  whole  effort  and  they 
havo  continually  done  so  too,  to  become  one  family. 

Basically  I  guess  in  a  way  we— our  children  are  of  three  different 
types:  those  that  will  be  able  to  go  out  into  society,  and  we  can  pre- 
pare them  with  education  and  so  forth,  and  they  will  be  able  to 
contribute  totally. 

Simone,  even  bimone,  please  raise  your  hand?  [Child  waving.] 

There  is  Simone. 

Simone's  in  junior  high,  she's  a  cheerleader. 
Mrs.  Rossow.  If  I  could? 

She  comes  out  on  the  basketball  court  first.  In  her  uniform  with 
black  and  white  saddle  oxfords,  size  4,  toddler— just  the  same,  ex- 
actly as  the  rest  of  the  team;  the  uniform  is  the  same— except  I 
made  it  and  it  wasn't  made  quite  as  well  as  the  others — she  comes 
out  first  with  her  little  pompoms,  and  the  other  girls  jog  behind 
her. 

And  you  can  hear  her  voice  and  her  school  spirit  and  enthusiasm 
going  to  the  bleachers.  And,  frankly,  it's  very  disarming  for  the  op- 
posing teams.  [Laughter.] 

But,  you  know,  she's  a  regular  eighth  grade  student. 

We're  really  going  to  get  raspberries,  because  we're  going  to  em- 
barrass all  our  children  today,  they'll  give  us  a  fit  tomorrow  for 
having  done  this. 

But  we're  so  proud  of  each  one. 

And  we're  proud  of  our  community.  It's  the  regular  public  school 
that's  accepted  them — I  mean,  when  they  don't  do  their  homework 
they  get  a  r.ero.  or  reprimanded;  and  they  do  very  well  and  receive 
a  star  just  like  any  other  student;  and  they  are  given  the  same 
chances  and  opportunities.  And  it's  just  evolved,  it's  just  grown. 

Mr.  Rossow.  And  Simone's  a  normal  teenager,  13  years  old — I 
get  the  whole  business.  But  Simone,  and  Dina,  for  example,  who  is 
the  young  lady  over  here;  and  David,  who's  in  high  school  now;  and 
Eddy,  are  children  that  will  go  out  to  society.  And  we're  doing 
many,  many  things  with  each  one.  They're  getting  their  education 
under  their  belt.  The  President  told  her  she's  got  to  do  better  on 
her  homework,  and  I  hear  she's  going  to  take  that  advice.  [Laugh- 
ter.] 
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But  it's  these  sort  of  very  normal  things.  The  fact  that  they're  in 

a  wheelchair  is  just— you  have  to  do  things  a  little  different;  but  

you  have  to  address  the  same  problems  as  every  other  child. 

There  are  other  children  who  will  need  some  more  support  and 
services  that  are  homebound  educationwise  and  maybe  do  not  have 
as  much  intellectual  capability;  but,  they,  too,  have  charm,  they 
have  charisma,  and  they  can  be  positive  contributors  to  society. 

Our  third  little  class  are  people  such  as  Benjaniin  and  so  forth;  I 
won't  mention,  that  are  very  difficult  situations;  they  are  not  eco- 
nomically productive;  they'll  never  go  out  and  earn  a  dollar;. but 
they  have  great,  great  value;  and  they  have  great  human  value. 
It's  not  things  that,  you  know,  you  can  tell  society,  hey,  this  child 
is  worth  so  miich  or  he's  going  to  be  a  senator,  or  soniething  else— 
but  they  give  to  each  one  of  us  in  what  we  believe  is  just  a  very 

special  way.  _    .     .     u  u- 

And  their  life  sometimes  is  very  precarious.  Benjamm,  he,  him- 
self, is— he  just  has  a  brain  stem;  he  does  not  have  a  brain  at  all; 
he's  been  on  borrowed  time  for  the  last  3  years. 

But  this  little  boy— and  youVe  got  to  believe  it— has  already 
done  more  today  than  you  and  I  and  everybody  else  put  together. 

That's  kind  of  what  we  are  about.  We  are  about  the  hope  of  the 
human  spirit,  the  hope  in  our  children.  He's  sleeping  right  now, 
but— just  the  beautifulness  of  the  human  person  and  many  times  I 
have  learned  this  lesson  and  Rachel  has  told  me;  we  probably  have 
reached  a  plateau  on  one,  and  said,  oh,  that's  it.  And  she  really  has 
led^  me  to.  this,  and  all  of  a  sudden  there's  been  another  break- 
through. "  '  ^     4.U  4. 

Mrs.  Rossow.  I  would  like  to  just  make  two  final  comments,  that, 
our  little  Patrick  over  there— Patrick— who  just  adores  his  papa 
and  adores  Mr.  Staubach;  he's  the  family's  big  football  fan;  and 
we'd  like  to  mention  the  decision  on  Patrick  before  we  met  him 
was  to  withdraw  treatment.  And  he  had  quite  a  largn  meningocele 
that  was  draining— and  the  point  that  I'm  marking  with,  this  is  that 
it  is  impossible  at  the  time  of  birth  to  determine  the  capabilities  of 

anybody.  v       u     j  -i.  -j 

The  second  point  I  would  like  to  make  is— we  have  heard  it  said 
that  some  children  are  just  not  lovable,  are  just  not;  that  their  life 
could  not  be  worse— that  death  would  be  better.  ^ 

And  I  would  just  like  to  answer  that  by  looking  at  little  Benja- 
min who  as  Carl  said,  he  truly— there  are  many  things:  He  doesn  t 
have  any  memory,  he  doesn't  have  any  balance;  thats  what  he 
doesn't  have.  , 
But  he's  a  beautiful  little  fellow  with  gorgeous  blue  eyes;  he  s 
kind  of  worn  out  from  all  of  the  excitement  of  everything  weve 

been  doing  today.  ,      ,      ,        i    l  u 

He  does  have  the  ability  to  chuckle  and  to  laugh,  and  when  he 
does,  he  makes  people  feel  good. 

And  I'd  just  share  one  of  many  experiences  that  has  happened 
within  our  community:  ,      r  •    j  • 

A  young  girl  down  the  street  from  us  lost  a  very  dear  friend  in  a 
traffic  accident.  She  was  a  senior  in  high  school  at  the  tinie. 

And  she  stopped  by  and  she  asked  if  she  could  hold  Benjamin. 
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And  she  held  him  for  several  hours,  just  rocking  in  a  rocking 
chair.  And  as  she  went  to  leave  she  came  over  and  she  just  said, 
"Thank  you,  I  feel  better." 

What  Benjamin  did  for  her  at  that  moment  I  really  don't  think  a 
psychiatrist  or  perhaps  even  priest  or  minister  could  have  done  at 
that  time.  He  allowed  her  to  touch  the  core  of  her, own  humanness, 
and  helped  her  set  her  own  priorities  straight:  She  was  alive ^and 
she  was  breathingj^d  what  was  she  going  to  do  from  then  on  with 
her  life?  ^ 

And  he  has  the  ability  to  do  that,  a  sort  of  charisma  that  helps  to 
stop  and  take  all  of  the  cultural  baggage;  biases,  prejudices,  every- 
thing, and  just  put  them  aside — because  he  can't  have  any  of  those. 

What  he  has  is  a  beauty  and  a  charisma,  and  he  shares  it  with 
us  by  allowing  us  to  feel  very  grateful  that  we  are  alive,  too. 

And  we  thank  you  very,  very ^uch  for  your  sensitivity  and  lis- 
tening and  for  allowing  us  to  come.  This  is  a  tremendous  honor. 

Mr.  Rot'SOW.  I  just  want  to  close  by  thanking  my  children  for 
being  with  us  today.  It's  been  a  long  haul,  and  I  really  appreciate 
each  one  of  them  and  what  .they  have  done  that  would  help  us 
today,  too.  Thanks,  kids.  [Applause.] 

Senator  Dknton.  Thank  you. 

Mr.  Rossow.  Do  you  have  any  questions,  or  do  you  wish  to  just 
proceed  on? 

Senator  Denton.  No  politician  would  pollute  th<?..light  that  came 
into  this  room — but  the  world  needs  you,  now,  perhaps  more  than 
ever! 

There's  a  song  we  sing  at  church,  "Let  There  Be  Peace  on  Earth, 
and  Let  It  Begin  With  Me"— you  exemplify  that.  We  wouldn't  have 
any  wars,  we  wouldn't  have  any  neglected  children;  we  wouldn't 
have  any  crime;  we  would  feel  very  little  transition  from  here  to 
Heaven.  Example  is  not  just  the  be^t  teacher,  it's  the  only  teacher. 

And  you've  shown  us  tbdt!  Thank  you. 

Mr.  Rossow.  Thank  you,  sir. 
■  Senator  Nickles.  Mr.  Rossow,  I  had  the  pleat  are  of  visiting  with 
Rachel,  and  I  appreciated  that.  And  L  say— you've  got  quite  a  fan 
club,  including,  I  think,  the  President  of  the  United  States,  and  a 
lot  of  other  people.  Axid  you  are  certainly  to  be  congratulated.  And 
also  I'd  say  your  kids  are  to  be  congratulated. 

You  exemplify  a  lot  of  things  that  many  of  us  would  hope  that 
we  would  see  in  ourselves,  and  many  of  us  don't;  and  for  that  I 
think  you  can  be  proud,  and  certainly  the  kids  can  be  proud,  and 
the  team  can  be  proud — and  we're  certainly  proud  of  you,  too.  God 
bless  you! 

Senator  Denton.  You  may  be  sure  we  will  stay  in  touch  with 
you.  We  nave  tried  to  incorporate  such  things  as  you  have  commu- 
nicated to  us  prior  to  this  day;  we  will  stay  in  close  touch  with  you 
regarding  all  the  other  things  you  said  today  and  whatever  you 
think  of  in  the  future. 

Thank  you  very  much. 

Our  final  panel  consists  of  two  experts  who  treat  mentally  and 
physically  handicapped  infants  after  they  leave  the  nursery. 

Dr.  John  McGee  is  a  psychologist  at  the  University  of  Nebraska 
Medical  Center  and  treats  children  with  mental  handicaps.  Wel- 
con"i9n:o  you,  Dr.  McGee. 
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Kart'n  Greeii-McOowan,  a  registered  nurse,  treats  children  with 
severe  cerebral  palsy  and  other  physical  disabilities;  she  s  been  a 
consultant  to  22  States  and  the  Canadian  Government.  

Welcome  to  you,  Mrs.  Green-McGowan.  And  would  you  begin, 
Dr.  McGee? 

STATFMFNT  OF  DR.  JOHN  McGEK.  PSYCHOLOGIST,  UNIVERSITY 
'  OF  NEBRASKA;  AND  MRS.  KAREN  (JREEN-MtGOWAN,  R.N.,  GLEN- 
WOOD.  IOWA 

Dr  McGee  First,  I  would  like  to  thank  you  very  much.  Senator 
Denton  and  Senator  Nickles,  for  being  here,  as  well  as  having  your 
committee  focus  on  this  very  vital  issue.  ,     •  „ 

In  the  10  minutes  that  I  will  spend  here,  I  want  to  emphasize 
basically  just  one  point:  That  all  life  has  meaning;  that  all  people 
have  developmental  potential;  that  all  children-the  children 
you've  seen  those  who  are  in  back  wards  of  institutions,  those  who 
a?e  forgotten,  those  who  don't  have  the  love  that  the  Rosspws 
showed  to  us-that  all  those  people  have  the  capability  of  learning 
and  integration  in  the  mainstream  of  family  and  community  lite 
LTven  our  posture  toward  these  children  or  adults  with  special 
npeds  and  adequate  support  across  their  lifespan. 

To  begin  I  would  first  like  to  show  a  little  TV  excerpt  of  a 
middle-aged  woman  whom  I  will  call  Maria  She  is  38-years  old. 
She  is  not  cute  like  the  children  we  just  saw.  She  nevertheless  has 
the  same  developmental  potential  as  all  other  persons. 

She  spent  more  than  30  years  in  the  backward  of  a  really  dreary 
State  institutibn.  They  told  us  that  she  was  incapable  oflearnin^  . 
that  her  life  was  meaningless;  that  she  really  didn  t  deserve  to  live 
The  behaviors  that  you  will  see  Maria  showing  us  can  be  termed 
repugnant,  repulsive;  they  move  here  away  from  us;  she  hurts  her- 
self- she  bites;  she  kicks;  she  scratches;  she  screams.  . 

put  be  or^  you,  tho,:igh,  the  postulate  that  even  Maria  is  a  de- 
velopmental being  and  that  if  it  weren't  for  our  Government  s  n- 
tlrvention  that  many  Marias  would  die  at  birth  or  soon  after  birth, 
or  God  only  knows  in  the  future,  even  in  their  middle  age. 
If  the  videotape  is  ready? 

(Film  excerpt  shown.]  .     ,    ,     ,       j  r<.u«Gfofo 

She  had  done  this  for  over  30  years  in  the  backward  of  the  btate 

'"MaSy  professional.'^.  I  would  suppose,  said  that  she  belonged  apart 

from  the  community.  ,      ,     .     r  ir  ,f;iof;r.r,  <5Vio 

Her  body  was  a  scab  from  head-to-toe  from  selfmutilation.  bhe 

would  bang  her  head. 
This  is  the  first  day  I  ever  met  Maria.  ^  , .    .  , 
In  spite  of  what  we  see,  we  hold  that  Mana  is  a  developmental 

^1"m'  not  a  priest  nor  a  preacher,  like  some  of  today's  witnesses 
and  I  don't  know  how  long  the  road  of  life  should  be  for  her,  but  I 
/  fhink  our  posture  has  to  be  that  it  should  be  as  long  as  possible;  it 
/  should  be  in  the  mainstream  of  family  and  community  life;  and 
Sat  if  she  is  to  change  like  the  little  children  you  just  saw,  it  de- 
pends more  on  pur  posture,  on  the  love  that  we  show  to  her,  more 
than  anything  else. 
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You  Ciin  stop  it. 
IFihn  viewing  rnded.) 

The  developmental  assumption  is  built  on  our  posture  toward  the 
Maricis  of  our  Nation.  More  fundamental  than  technology,  the  law, 
or  money  or  posters  or  hotlines,  is  our  acceptance  of  the  Marias  as 
full,  developmental,  beings,  as  full  people;  in  spite  of  what  we  see 
or  hear  or  smell. 

Our  posture  toward  her  primarily  determines  whether  she  will 
live,  whether  she  will  have  a  decent  life,  and  it  also  determines  our 
interdependence  with  her,  where  it  brings  us  to  the  point  where  we 
recognize  her  as  our  sister. 

I  teach  at  the  University  of  Nebraska  Medical  Center,  the  Col- 
lege^ of  Medicine.  We're  proud  to  work  with  the  little  Marias  and 
the  big  Marias  and  integrate  them  into  our  community. 

I'd  like  to  show  you  Maria  three  weeks  later— 3  weeks  later— not 
because  of  technology  or  good  teaching  or  rules  or  laws  or  any- 
thing—but primarily  because  of  a  posture  which  is  combined  with 
the  supports  she  needs. 

Three  weeks  later  by  people  just  being  close  to  Maria  and  work- 
ing with  her,  she  is  bonded.  She  has  devieloped  a  relationship  of 
interdependence  with  others.  She  has  moved,  as  you'll  see  on  the 
videotape,  from  a  state  of  disconnectedness  to  meaningful  human 
engagement. 

I  don't  think  some  of  the  previous  testifiers  here  could  really  de- 
termine by  seeing  her  that  she  could  do  this,  that  she  could  bond 
with  others. 

Over  30  years  of  developmental  despair  was  transformed  into  de- 
velopmental hopefulness. 
Can  we  see  her.  It's  about  440. 
[Film  excerpt  shown.] 
This  is  the  same  person,  3  weeks  later! 

I  don't  know  if  she'll  ever  become  a  self-sustaining  citizen;  but 
she's  moving  toward  it. 

1  don't  know  that  she'll  be  able  to  live  on  her  own;  but  she  can 
live  in  a  group  home  or  an  adoptive  or  foster  family  in  a  regular 
neighborhood. 

She  may  not  bo  able  to  learn  academics;  she  may  not  be  able  to 
learn  to  read  and  write;  but  she  can  learn  to  care  for  herself,  dress 
herself,  feed  herself.  She  may  not  be  able  to  learn  to  speak,  but  as 
you  just  saw,  she  can  kiss  and  show  love  and  bond  with  us  as  her 
equals. 

I  feel  that  it's  almost  ridiculous  that  we  have  to  testify  to  this 
point.  But  redundant  as  it  may  seem,  it's  necessary  apparently  to 
affii-m  and  reaffirm  that  the  little  children  you  saw",  that  Maria, 
and  all  the  other  Marias  of  our  country  are  capable  of  human  de- 
velopment. 

And  those  who  grow  slowly  or  almost  not  at  all  are  still  full 
human  beings.  The  little  excerpt  of  Maria  showed  us  this. 

Yet,  the  Marias  of  our  Nation  apparently  need  to  be  protected 
from  those  who  hold  that  life  is  meaningless  and  that  starvation 
and  death  is  indicated. 

This  despair-laden  posture  led  to  two  sad  trends  in  our  country. 
The  first  has  been  the  sending  into  back  wards  the  Maria's  of  our 
Nation,  in  institutions  with  the  subsequent  developmental  despair 
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embodied  in  what  you  initially  saw  in  the  video  tape— a  very  spiri- 
tual death,  moving  away  from  people. 

The  more  recent  trend  is  the  medical-legal  approach  which  deter- 
mines who  is  meaningful  and  who  isn't  as  embodied  in  the  ^Infant 
Doe"  case.  r  ^ 

Institutionalization  has  been  the  posture  of  the  past  century  and 
a  half  when  society  has  been  confronted  with  'Infant  Doe's,"  a  pos- 
ture most  recently  enunciated  in  some  court  cases  in  Alabama- 
nine  leading  mental  retardation  professionals  sadly  stated  that  the 
Marias  of  our  nations  are  decerebrates,  brainless  people,  not  capa- 
ble of  living  among  us. 

In  another  recent  case  in  Pennsylvania,  21  State  attorneys  gener- 
al said  that  people  like  Maria  are  a  threat  to  society.  They  couldn't 
learn.  They  said  the  Marias  should  be  separated  from  family-com- 
munity life. 

Physical  death,  the  death  of  the  'Infant  Doe"  can  only  be  a 
breath  away  from  this  recommended  developmental  wasteland  of 
some  of  our  leading  professionals. 

Modern  research  shows  that  all  children  and  adults  are  full  de- 
velopmental beings.  Ironically,  children  with  Down's  syndrome  are 
among  the  easiest  to  teach,  and  among  the  easiest  to  integrate  into 
family  and  community  life. 

Given  early  intervention  they  progress  at  remarkable  develop- 
mental rates.  In  recent  studies  their  self-care  skills  have  been 
shown  to  be  between  85  and  100  percent  of  normal  peers— almost 
the  same  as  their  normal  peers. 

I  work  in  other  countries  and  in  one  community  in  particular  in 
Portugal,  a  town  cnWed  Agkeda,  where  every  single  severely  handi- 
capped child  is  in  regular  classrooms.  You  can't  recognize  the  chil- 
dren. They  are  the  same  as  the  normal  children  in  terms  of  their 
socialization  skills. 

Those  "Infant  Doe's"  who  survive  and  are  placed  into  the  back 
.wards  of  our  institutions  are  full  developmental  beings,  even 
though,  as  in  the  case  of  Maria,  at  first  glance  we  might  think  not. 

I  recently  saw  another  young  woman  in  a  State  institution  near 
Washington.  She  was  described  as  "dangerous"  as  an  "animal  . 
They  kept  her  for  years  laying  on  a  mat  in  an  ICFMR  funded  sun- 
porch,  where  nobody  would  go  near  her.  She  spent  most  of  her  time 
in  restraints. 

I  think  as  a  nation  we  can  do  better. 

Thtese  two  interlinked  trends,  actual  death  or  spiritual  death,  are 
based  on  a  posture  that  the  Maria's  lives,  that  the  "Infant  Doe  s 
lives  are  meaningless,  hopeless,  nondevelopmental. 

Th^  alternative  to  this  death  seeking  is  to  integrate  as  you  saw 
with  the  Rossow.  children;  place  the  children  into  the  mainstream 
of  family  and  community  life. 

In  my  comm.unity  of  Omaha  we  have  over  1,000  severely  pro- 
vjundly  retarded  multiply  handicapped  children  and  adults  inte- 
grated into  our  neighborhoods,  into  our  schools,  into  our  work- 
training  centers  and  classes;  221  of  these  people  in  Omaha  can  t 
toilet  themselves;  yet,  they  live  in  neighborhoods;  150  are  very 
medically  fragile,  yet  they  live  with  foster  families,  adoptive  fami- 
lies or  in  small  group  homes.  They  are  like  Maria,  screaming  ini- 
tially, biting,  kicking,  scratching;  yet,  they  live  in  our  community. 
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These  same  people,  if  they  had  been  the  "Infant  Doe's,"  would  be 
dead. 

The  Maria  you  just  saw  would  be  dead, 
ril  finish  in  about  2  minutes. 
Senator  Denton.  If  you  can. 

Dr.  McGee.  The  irony  is  that  community  care  costs  less,  what 
you  saw  costs  less.  I  think  in  Connecticut  that  same  care  for  these 
11  children  would  be  $40,000  a  year,  with  no  benefit  in  any  institu- 
tion you  could  name. 

In  our  Omaha  program  where  we  have  over  1,000  people,  the  cost 
is  on  average  about  40  percent  less  than  institutional  care. 

We  just  took  a  young  man  like  Maria  out  of  the  State  institution 
who  had  been  hogtied  most  of  his  life;  and  for  that  hogtying  it  was 
costing  us  $72,000  a  year— to  warehouse  him. 

He  lives  in  a  group  home  now  and  goes  to  a  workshop  at  the  cost 
of  about  $27,000  a  year. 

But  that's  almost  beside  the  point.  It's  the  posture  that  counts, 
the  value  of  the  Marias  in  the  mainstream  of  community  life. 

The  Marias  warehoused  make  a  mockery  of  our  Nation,  The 
"Infant  Doe's"  make  a  mockery.  Our  Nation  I  think,  and  I  think 
you've  said.  Senator,  is  built  on  justice  and  brotherly  love;  our 
nation  is  justice,  it  is  brotherly  love.  It  is  much  better  served 
through  the  proniotion  of  life  and  community  integration  rather 
than  death  and  starvation. 

I  urge  your  protection  of  newborn  babies,  and  of  the  older 
Marias. 

I  urge  your  promotion  of  the  value  of  all  "Infant  Doe's"  and  of 
all  the  Marias;  and  I  urge  your  presence,  not  just  at  birth,  but  / 
across  their  life  spans.  They  need  the  presence  of  our  Government; 
they  need  our  support. 

And  I  ask  that  the  Marias  and  the  children  you  just  saw  and  the 
voiceless  "Infant  Foes"  not  be  subjected  to  early  death,  but  of  on- 
going life. 

Thank  you. 

Senator  Denton.  Thank  you.  Dr.  McGee. 
Mrs.  Green-McGowan? 

Mrs.  Green-McGowan.  Thank  you.  Senator,  for  the  opportunity 
to  speak  to  you  today. 

I  would  like  to  spend  a  few  moments  addressing  some  of  the  tech- 
nological explosion  that  we've  had  in  the  last  few  years,  and  also  in 
part  some  of  the  reasons  I  believe  that  physicians  are  currently 
making  some  of  their  not-to-live  decisions  concerning  some  of  the 
severely  handicapped  children  such  as  may  have  been  represented 
by  the  Rossows. 

I  need  to  turn  my  slide  projector  on  and  ask  the  lights  be  low- 
ered. 
[Slide.] 

This  is  an  ordinary  infant,  and  one  of  the  difficult  things  about 
making  decisions  about  newborn  infants  in  my  20  years  in  the 
nursing  field  now,  18  years  of  working  with  very  severely  handi- 
capped individuals— and  more  and  more  that  is  adults  who  have 
spent  the  majority  of  their  lives  in  institutions,  because  I  consider 
severely  handicapped  infants  too  easy  to  manage,  frankly. 
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The  occurrence  of  the  syndrome  called  Down's  is\bout  1  in  600 
to  700  live  births,  and,  frankly,  gentlemen,  I  have  a>^ery  ^^ifficult 
time  understanding  how  anyone  would  question  the  rigr^t  of  a  child 
like  this  to  live,  when,  by  and  large,  all  these  youngsters  are 
making  it  in  regular  preschools,  are  showing  increasingly  that  they 
can  make  it  in  competition  with  regular  children,  through  kinder- 
garten and  the  first  and  second  grades;  and  many  parents  out 
there  without  children  would  simply  go  crazy  to  have  a  chance  to 
adopt  one  of  these  children.  u-  u 

Primarily  what  these  youngsters  need  is  the  same  thing  that 
other  children  need,  and  occasionally  we  have  youngsters  •  l^rn 
with  esophogeal  atresia  and  other  children  with  congenital  h^rt. 
defects;  and  yet  I  continue  to  see  children  who  have  treatment 
withdrawn  simply  on  the  basis  of  the  fact  that  they  have  different 
facial  features,  and  their  hands  have  an  extra  crease,  and  they 
may  have  some  other  minor  problems  of  short  stature,  but,  sure 
enough,  these  children  are  fully  capable  of  when  given  the  appro- 
priate environment  of  being  productive,  self-supporting  individuals, 
and  in  larger  and  larger  numbers  in  our  society. 

[Slide.] 

This  is  a  very  dark  picture  and— it  represents  one  of  the  rea- 
sons--it's  hard  to  tell  with  the  lights  on,  but  this  is  a  youngster 
witK  hydrocephalus  whom  I  found  in  a  pediatric  care  facility  deep 
in  the  heart  of  the  South.  And,  this  facility  was  funded  by  Federal 

funds.  .    _       ^       i.      J  J 

This  child  was  a  failure  of  the  withdrawal  of  treatment  and  de- 
cided to  live  anyway.  And  so  he  was  sent  into  a  facility  where  the 
manager  of  the  facility  told  me  that  whenever  she  had  the  chancy 
she  and  the  physician  who  consulted  there  tried  to  help  these  chil- 
dren try  whenever  they  could  get  the  opportunity. 

The  problem  that  many  physicians  face  I  thmk  is  in  believing 
that  this  is  the  only  type  of  existence  for  these  youngsters,  and  it  is 
true  that  it  represents  too  often  an  option  that  is  chosen  when 
many,  many  more  adaptive  models  are  available. 

There  are  precious  few  places  in  the  United  States  where  com- 
munities are  given  the  financial  support  that's  necessary  to  provide 
more  adaptive  types  of  care,  because  Federal  fundmg  at  this  point 
in  time  continues  to  support  congregate  care  models  or  State  insti- 
tutional setups  with  these  precious  few  dollars  and  little  left  to  be 
given  to  community  care. 

So  that  children  like  this  are  sent  still  in  large  numbers  to  con- 
'  gregate  care  facilities  when  family  management  would  be  far 
better  for  them. 

[Slide.]  ,    ,       ^  .  iL 

This  is  a  child  not  unlike  many  of  the  children  that  you  saw  her^ 
today  with  the  Rossows,  who  was  allowed  to  lay  on  his  back  for  in- 
creasingly long  periods  of  time  without  any  stimulation  whats.>' 
ever-  and  as  could  be  well  expected,  this  child  was  surely  in  a  few 
years  not  only  more  physically  handicapped  than  when  he  began: 
but  now  developmentally  deprived  as  well.  „    ,  ^i 

So  the  thing  I  want  you  to  take  a  look  at  is:  who  really  has  the 

problem?  ,  ,      ,  x  u-  ..i.  i.u 

Very  often  the  child  has  the  problem  because  at  birth  they  may 
look  different,  and  a  physician  who  has*  unfortunately  maybe  not  to 
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his  or  her  wishes  been  placed  at  the  right  hand  of  God,  and  expect- 
ed to  behave  that  way,  and  doesn't  know  what  to  do— and  because 
they  are  expected  to  come  up  with  an  answer,  they  tell  the  family 
that  nothing  can  happen. 

So  children  like  this  are  simply  either  sent  home  and  tHe  family 
is  asked  to  take  care  of  them  until  they  have  to  put  them  away; 
and  sure  enough,  the  child  becomes  what  we  call  an  iatrogenic  re- 
tardation. 

Dr.  R.  B.  Kearsley  at  Tufts  University  in  Boston  has  described 
the  syndrome  that  he  calls  the  iatrogenic  or  physician-made  retar- 
dation, a  syndrome  of  learned  incompetence  because  the  failure  of 
adaptation  of  these  individuals  grows  worse  in  the  light  of  low  ex- 
pectation. 

The  family  becomes  depressed  and  has  no  support,  even  though 
there  is  more  and  more  types  of  adaptive  support  for  families 
today. 

The  community  has  precious  little  experience  with  children  like 
this  and  if  you've  never  had  the  opportunity  to  learn  to  work  with 
or  have  the  opportunity  to  interact  with  a  severely  handicapped 
person,  I  hope  you  will  not  let  too  much  more  of  your  life  escape 
you  without  taking  at  chance;  because  it's  simply  one  of  the  best 
things  that  has  happened  in  my  life. 

In  18  years — I  don't  do  it  because  I  am  a  do-gooder,  I  do  it  be- 
cause it  does  so  much  for  me. 

So  that  the  consumers'  problem  in  many  cases  is  the  severely 
handicapped  individual  doesn't  have  enough  behavior—they  do 
have  physical  obstacles  to  development;  but  the/problem  is  that 
when  we  deny  opportunities,  and  we  send  these  children  on  a  devi- 
ancy  career;  and  the  physician  says,  *1  cannot  as  a  responsible  pro- 
fessional participate  in  a  decision  that  will  allow  a  child  to  lead  a 
life  like  that." 

If  I  were  in  a  position  of  having  to  send  children,  I  suppose,  off  to 
congregate  care  facilities  where  their  only  life  entails  a  o-by-5  feet 
square  mattress  on  a  bed  along  a  concrete  wall,  I'm  not  sure  J 
wouldn't  make  that  same  decision. 

My  criticism  of  the  medical  community  is  they  take  little  oppor- 
tunity to  make  themselves  aware  of  the  technological  explosion 
that  we  have  gotten  into  in  the  last  10  years  or  so  with  regard  to 
the  treatment  of  these  typo  individuals. 

This  is  a  little  boy  who  was  born  with  severe  retardation. 

[Slide.] 

He  had  seizures  almost  continuously.  He  was  snuck  away  to  a 
State  institution  in  Nebraska.  Dr.  McGee  and  I  sort  of  are  from  the 
same  State.  And  we  snatched  him  b£:ck  vvhen  he  was  about  a 
month  old. 

We  kept  him  long  enou^^h  to  get  his  seiz-rures  under  control  and 
then  released  him  directly  into  a  farr^ily  situation,  because  we  fully 
believe  that  the  only  place  for  children  is  in  it  family  construct. 

It's  not  only  cheaper,  it's  better  and  everybody  benefits.  . 

And  if  the  natural  family  is  not  up  U)  the  challenge  there  Rve 
many,  many  families  out  there  ^A-.-it-'ie  in  Une> 

[Slide.] 
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This  is  another  child  was  born  in  the  State  of  Utah,  to  very 
young  parents  who  were  told  that  this  child  would  be  dead  at  the 
age  of  18  months.  ^  .  . 

The  family  was  sent  home  with  the  infant.  When  we  got  Him, 
sure  enough,  at  the  age  of  18  months  he  had  ulcers  all  oyer  his 
head;  he  had  no  surgery;  he  had  no  shunt  in  place  because  the 
medical  practitioners  were  so  convinced  that  he  was  riot  going  to 

'^^We  have  a  child  who  was  speaking  at  the  age  of  18  months,  feed- 
ing himself  his  own  bottle,  moving  all  of  his  limbs;  and  it  s  too  late 
to  fix  the  head— which  could  have  easily  taken  place  if  the  decision 
had  been  made  early  on.  This  would  have  been  a  perfectly  normal 

child.  ■  r»  1  i.  1- 

Even  yet,  however,  this  child  today,  some  5  or  6  years  later,  lives 
in  the  community,  lives  in  a  family  home,  and  goes  to  a  public 
school  He  is  very  handicapped  yet,  but  my  specialty  I  guess  is 
coming  in  after  years  and  years  of  neglect  and  providing  young- 
sters with  a  kind  of  adaptive  service  they  need;  because  its  my 
firm  belief  thai  it  is  never  too  late. 

This^is  a  lady  named  Ruth  Synkiewitz,  and  she  sent  me  these 
slides.  Ruth,  for  the  first  28  years  of  her  life,  was  living  in  an  insti- 
tution ii  the  State  of  Massachusetts,  Hat  on  her  back,  so  that  the 
majority  of  disabilities  that  you  see  are  a  result  not  of  the  initial 
insult  at  birth,  but  of  28  years  of  neglect.  , 

So  I  want  to  speak  briefly  about  the  family  s  problem,  and  i  11 
come  back  to  Ruth  in  just  a  moment.  ,  .  i 

Families,  as  Mrs.  Rossow  said,  need  special  support  in  the  early 
times  They  need  models  of  adaptive  resolution.  They  need  someone 
who's  walked  the  same  road  to  come  in  and  tell  them  what  to  do. 

The  physician  often  comes  in  wanting  to  rescue  the  lami  y, 
saying,  if  I  were  in  your  place,  gee,  I  wouldn  t  want  a  child  like 

^'^And  it's  easier  to  say  to  the  family,  well,  if  I  were  in  your  shoes  I 
would  probably  not  choose  to  do  therapy  or  choose  to  -withhold 
-  food  and— what  is  the  family  to  do  under  those  circumstances/ 

So  it's  a  personal  value  crisis  followed  by  a  rea  lty  crisis  because 
there  are  precious  few  professional  who  are  medical  professionals 
in  particular  who  have  any  information  and  who  impart  that  in  a 
way  that  reflects  what's  really  going  on  today. .  ,  ,  , 

I  would  like  to  see  the  services  available  to  individuals  expanded 
from  beyond  our  current  congregate  care  system  into  more  cost- 
beneficial  community  and  service  delivery  systems.  u    .  o 

You  see,  the  family  model  is  not  only  better,  it  costs  about  a 
third  as  much.  And  so  we're  spending  billions  of  dollars  in  the 
United  States  to  support  institutional  faci  ities  when  families  are 
waiting  in  line  to  adopt  children  they  can't  have,  because  they  re 
being  sent  to  institutions  in  this  country. 

Physicians  in  Omaha  about  10  years  ago,  there  was  a  survey  and 
at  that  point  at  least  only  one-third  of  the  physicians  in  the  city  ol 
Omaha  were  willing  to  provide  services  at  all  to  any  person  with  a 
physical  handicap  at  any  point  in  their  life!  Uo,nntr 

The  interesting  thing  that's  happened  after  10  years  of  having 
1,000  or  1,()00  people  in  their  midst  m  the  community  is  I  think  U 
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you  did  another  survey  'I  think  you'd  find  physicians  in  Omaha 
who've  changed  their  minds;  because  there's  so  much  there. 

The  service  problem  still  however  is  when  you  place  a  diagnosis 
on  a  child  you  have  a  tendency  to  blame  the  system.  You  have  a 
tendency  to  make  the  child  the  killer  of  the  family,  the  ruiner  of 
the  siblings,  the  person  who  does  everyone  harm.  And  so  pretty 
soon  the  child,  of  course,  does  not  wish  to  disappoint  you;  and  the 
youngster  indeed  fails  to  try  and  we  place  that  child  out;  and  that 
child  indeed  fails  to  thrive;  so  the  dogma  goes  on. 

And  people  are  making  decisions  now  on  the  basis  of  inadequate 
treatment. 

This  is  the  child  I  showed  you  earlier. 

[Slide.] 

And  he  lives  in  a  foster  family  in  Omaha.  He  still  is  very  handi- 
capped. This  is  a  preventable,  totally  preventable  handicap.  This 
child  should  not  look  like  this. 

However,  in  spite  of  tl^e  severe  disability  which  was  created  for 
him  because  of  lack  of  appropriate  intervention,  he  now  lives  in  a 
home  and  he  attends  public  schools  in  the  city  of  Omaha. 

[Slide.] 

This  is  the  second  little  boy  I  showed  you,  he  also  lives  in  a 
family  who  have  been  trained  by  enlightened  medical  professionals, 
such  as  physio  and  occupational  therapists,  to  provide  that  very 
special  type  of  thing  that  some  of  these  children  do  need,  but  in  a 
home  context  24  hours  a  day-a  loving  family  context. 

And  many  of  the  things  that  people  need  on  the  basis  of  technol- 
ogy is  not  all  that  difficult  to  provide.  It  simply  means  teaching 
parents  how  to  prevent  deformities,  teaching  them  how  to  provide 
handling  to  children  in  a  way  that  doesn't  make  the  problem 
worse;  and  just  carrying  on  with  the  ordinary  business  of  living. 

I  would  like  to  sort  of,  because  we're  running  out  of  time  

[Slide.] 

This  is  a  young  lady  who  lives  in  south  Georgia.  I  do  work  all 
over  the  United  ^'tates  and  Canada,  and  our  Canadian  friends 
share  many  of  our  idealogical  dilemmas  I  think  around  the  treat- 
ment of  individuals. 

This  is  a  14-year-old  young  lady  with  severe  physical  disabilities, 
and  this  is  her  teacher  in  publicly  landed  public  school  program. 
She  is  doing  a  series  of  physiotherapy  maneuvers  which  have  been 
incorporated  into  the  regular  school  day,  and  she's  a  regular  teach- 
er s  aid. 

Fm  simply  training,  teaching  her  how  to  incorporate  those  spe- 
cial handling  procedures  as  part  of , the.  regular  school  program 
without  interferring  with  any  of  the  regular  activities. 

These  youngsters  don't  need  any  special  type  of  therapy.  We 
don't  cure  this  by  immersing  them  in  hydrotherapy  tanks.  We  take 
a  look  at  the  ordinary  routine  of  day  and  how  we  can  help  manage 
persons  that  don't  disrupt  the  ordinary  routine,  and  don't  make 
people  look  any  more  different. 

[Slide.] 

This  is  my  friend  Ruth,  who  spent  28  years  on  her  back.  She  now 
lives  in  Springfield,  Mass.,  in  an  apartment  with  her  husband.  She 
has  an  IQ  of  150.  She's  just  written  a  book  called  "I've  Got  Feel- 
ings," describing  her  28  years  on  her  back;  and  she  is  an  incredible 
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individual  who  would  have  a  lot  to  tell  you,  I  suspect,  about  what-it- 
is  that  really  physicially  handicapped  people  feel.  She  was  labeled 
until  she  was  28  years  old  a?  profoundly  retarded. 

That  basically  is  the  text,  of  my  presentation.  I'd  welcome  any 
questions  you  may  have. 

Senator  Denton.  Thank  you  very  much. 

I  would  like  both  of  you  to  react  to  a  Washington  Post  article  on 
April  3  on  the  treatment  question;  they  quote  the  hospital  staffers 
as  saying  in  the  context  of  this  subject  you've  been  dealing  with, 
•*And  what  kind  of  life  will  they  have  if  we  dj  save  them?  They'll 
probably  be  retarded." 

How  would  you  respond  to  that? 

Mrs.  Green-McGowan.  That's  for  me  really  a  pervasive  question 
that  I  get  asked  a  lot,  and  I  am  forced  to  say  that  many  of  the 
people  I've  worked  with  over  the  last  20  years  have  been  labeled 
severely  or  profoundly  retarded,  are  among  the  most  human-rein- 
forcing, incredibly  productive  persons  I  know.  And  I'm  given  to  say, 
so  what  if  a  person  is  retarded? 

That  person  can  still  have  enormous  value. 

Dr.  McGee.  I  agree  and  I  think  that*s  why  there's  so  much  back- 
lash to  your  protecting  these  newborn  infants,  many  do  hold  or 
have  the  posture  that  the  lives- of  these  children  is  a  meaningless 
existence. 

And  it's  a  posture.  It's  riot  technology.  It's  not  law. 

It's  a  way  of  perceiving  others.  And  there's  really  not  much  you 
can  say  except  to  show  that  the  Marias  can  live  in  the  community; 

Senator  Denton.  Are  either  one  of  you  familiar  with  the  case 
which  I  think  perhaps  more  than  any  other  draws  all  this  together. 
I  happened  to  see  it  when  I  was  down  on  a  business  trip  in  Palm 
Beach  4  or  5  years  ago.  It  originated  in  the'  United  States  but  I 
think  it's  about  an  English  person  who  was  abandoned  by  his  par- 
ents and  was  thrown  into  a  garbage  can,  in  a  plastic  bag. 

He  was  a  boy,  he  had  very  little  of  one  stump  of  an  arm,  and 
practically— and  some  fingers  sticking  from  the  other  arm.  He 
never  got  bigger  than  that  [indicating]  in  his  entire  life.  He  was 
placed  in  an  institution  where  he  used  to  bite  himself  and  others 
and  scream  and  spit  at  everybody. 

And  they  gave  him  I  imagine  the  kind  of  care  they  proportional- 
ly give  considering  the  load  they  have  there. 

And  then  a  man  and  a  woman  who  had  been  individually  losers 
their  entire  lives  up  until  then,  the  guy  was  a  drunk  and  she  was  a 
man-to-man  type  woman.  They  were  married  and  kind  of  put  their 
lives  together.  And  they  decided  to  adopt  this  child,^  I  think  at 
about  age  13,  who  at  that  point  was  just  as  antagonistic  toward 
them  as  he  was  to  the  others. 

But  after  they  loved  that  child  for  some  years,  they  got  that  child 
into  high  school.  He  became  a  great  musician,  composer,  writer, 
and  student  at  Oxford. 

Now;  I  saw  that  on  television  and  read  about  it  perhaps  a  year 
ago  again  and  I  can't  for  the  life  of  me  track  it  down.  Are  you  fa- 
miliar with  that  case? 

Mrs.  Green-McGowan.  I  haven't  heard  of  that  case. 

Dr.  McGee.  I  saw  a  newspaper  account  of  it. 
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What  it  points  up  to  me,  Senator,  is,  first,  not  all  the  children 
we're  talking  about  are  capable  of  doing  that. 
Senator  Denton.  No. 

Dr.  McGee.  They're  not  all  cute  as  all  the  children  we  saw  here. 

Senator  Denton.  An  extreme  rase  of  your  Maria? 

Dr.  McGee.  Yes. 

And  the  potential  is  there. 

I  think  the  most  important  thing  is— and  the  law  can't  do  it— but 
it's  our  posture;  and  then  the  only  thing  that  law  can  do  are  those 
like  the  Rossows  who  are  willing  to  do  it,  is  to  give  them  the  kinds 
of  support  they  need,  so  that  more  and  more  people  can  support 
these  children. 

Senator  Denton.  I  agree  with  you.  Doctor,  when  you  say  it's  sad 
we  have  to  be  testifying  about  having  hearings  about  this  subject. 
What  bugs  viie  about  it  is  that  it  says  right  there — all  created  free 
and  equal  -and  it  doesn't  mean  equal  in  that  we  all  have  two 
arms,  two  legs,  two  eyes — it  means  equal  in  human  nature,  en- 
dowed by  their  Creator  with  certain  inalienable  rights — and  the 
first  one  they  mention  is  the  right  to  life. 

And  we  are  treating  that  as  if  it's  been  repealed.  And  that's  the 
basic  tenet  of  this  Government,  as  I  understand  it. 

Excuse  me. 

Mrs.  Green-McGowan.  Senator,  I  attended  a  conference  in 
Pennsylvania  about  7  years  ago  with  many  of  the  physician.s  who 
have  been — Dr.  Duff,  for  one,  and  several  others — and  I  had  tJie  op- 
portunity to  have  a  ch|it  with  the  English  folks  who  make  those 
kinds  of  decisions. 

And  I  talked  with  Dr.  Duff.  And  I  asked  him,  I  said,  **Under 
what  conditions  would  you  change  your  mind  and  not  advise  fami- 
lies to  allow  children  to  die?" 

And  he  said  to  me,  '*If  I  didn't  have  to  send  those  children  off  to 
institutions."  He  said,  "If  I  could  have  the  kind  of  a  service  system 
that  you  describe  in  your — in  my  presentation — I  would  have  no 
problem  allowing  children  to  have  adaptive  help,  or  to  allow-fami- 
lies  the  same." 

And  I  think  very  often  the  decision  that  is  seemingly  given  to 
the  family  is  in  fact  not  the  family's  at  all.  It's  made  by  the  physi- 
cian. 

But  I  have  sympathy  for  thenr»  because  I  feel  in  many  cases  they 
do  it  because  they  think  they  are  saving  children  from  a  greater 
life  of  abuse. 

Senator  Denton.  I've  only  been  here  a  little  over  2  years.  Buc 
one  thing  I  think  I  have  noticed  and  that  is  that  the  Federal  Gov- 
ernment, even  in  the  present  administration,  sees  an  entire  bu- 
reaucratib  structure  going  from  a  Secretary  of  something  or  other 
down  to  the  person  being  helped. 

Or  they  see  an  entirely  private  enterprise,  such  as  that  directed 
in  the  President's  Task  Force  on  the  Private  Sector. 

I  recognize  that  there  are  United  Ways  and  that  sort  of  thing 
which  help  private  enterprises,  volunteer  enterprises.  But  I  don't 
think  we  have  conceived  of  that  approach,  which  I  am  having  diffi- 
culty labeling  in  my  own  mind,  philosophically,  but  I  guess  it 
would  be  help  people,  with  Government  money,  who  are  already 
helping  other  people;  and  do  it  in  a  way  that  is  synergistic. 
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III  other  words,  under  this  approach  the  benefit  of  a  dollar  of 
Federal  expenditure  will  do  a  great  deal  more  than  if  we  pay  that 
entire  bureaucracy  to  perform  the  same  service.  Dr.  Thomas 
Sowell,  that  great  black  economist  out  at  Stanford  says,  that  if  we 
took  one-third  of  the  money  that  v/e  try  and  appropriate  for  the 
poor,  if  we  took  one-third  of  that  and  gave  it  directly  to  the  poor, 
there  would  be  no  poor. 

That's  what's  wrong  with  that  system.  That's  the  real  trickle 
down. 

The  system  I  envision  is  one  where  we  help  organizations  that 
have  a  large  voluntary  component.  It  seems  to  me  that  when  those 
people  are  already  doing  what  they  want  to  do,  what  they  can  do, 
and  showing  they  can  do  it  well,  that's  the  place  I  think  we  could 
help. 

Now,  I  don't  know  how  to  even  label  what  I'm  talking  about. 
Most  of  you  are  in  the  same  kind  of  operation  and  I've  seen  so 
many  of  you  who  are. 

We  had  a  black  priest  in  here  from  Chicago  who  had  a  theory 
about  adoption— one  church,  one  child.  I  use  him  as  an  example  all 
the  time.  The  first  time  he  preached  the  sermon  to  his  congrega- 
tion, he  got  17  children  adopted. 

If  each  black  church  would  adopt  one  child  we'd  have  no  black 
children  running  around  the  street.  And  just  to  disseminate  that 
word  and  his  example  with  Government  money  would  help  get  it 
done* 

And  I  don't  know  how  to  articulate  that. 

Mrs.  Green-McGow.^n.  Many  handicapped  children  are  now 
having  to  leave  their  families  because  there's  no  support  available 
through  the  governmental  means  or  any  means  they  can  get  their 
hands  on  to  give  families  what  they  truly  need. 

Sometimes  what  a  family  needs  is  somebody  4  hours  a  week. 

Senator  Denton.  Yes,  the  family  is  the  unit  we  ought  to  try  to 
get  it  done  in;  there's  no  question  of  that. 

Mrs.  Green-McGowan.  And  many  States  yank  the  child  out  and 
put  them  in  a  $60,000  a  year  option. 

Senator  Denton,  Right.  All  of  them  buying  the  most  expensive 
beds  on  the  market  and  all  that;  a  lot  of  money  goes  there. 

Mrs.  McGowan  has  a  6:45  plane;  did  you  know  that? 

Mrs.  Green-McGowan.  Yes,  I  think  I  already  missed  it.  [Laugh- 
ter]. 

Senator  Denton.  Well,  good  luck.  And  thank  you  very  much. 
We  hope  you'll  answer  any  questions  we  submit  to  you  after- 
wards. 

Dr.  McGee,  Certainly. 

[Additional  questions,  responses,  and  statement  submitted  for  the 
record  follow:] 
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Questions  for  Hr.  iJohn  McGec  submitted  for  the  written  record 
by  Senator  Joremiiih  Denton, 

1.)     Dr.  McGee,  is  it  true  that  it  is  impossible  to  pr.edict 
the  severity  of  the  mental  impairments  at  birth? 
What  early  intervention  techniques  have  been  developed 
that  improve  substantially  the  mentally  handicapped  infant' 
I.Q.?    Why  are  these  techniques  not  immediately  provided 
to  some  infants  recognized  as  mentally  impaired? 
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Univer^iity 

of  Nebraska  .. 

Medical  Centor 


Nebraska  Psychiatric  tnstitutn 
602  South  45lh  Street 
.   Omaha,  6B106 
(402)  559  5O00 


Mertill  T  Eaton.  M  D  .  DirrCtOi 


Auj;usc  18,  1983 


Senator  Jeremiah  Daiton 

Ibitctl  State:]  Senate 

li>niiu  ttee  on  I-iU>r  .mil  hKmui  Pa.'.'iourcei; 

W.ishinfiton,  D.C.  .20510 


Dear  Scruitor  IXiiton : 


In  response  to  your  inquiry   about  the  prodicatability  oC  the  severity  of  mental 
iniipimients  at  birth,  what  early  intervention  techniques  might  help  children 
with  these  neetls,   md  why  are  these  techniques  not  inrnediately  available,  I 
luivf  wri'^ten  tlie  enclosed  paper  which  reviews  the  circuiistances  surrounding  tl^e 
lives  ol  nine  children  with  very  severe  disabilities.  Ttve  paper  deals  with 
iMch  of  yi>ur  ciuestiiTis  in  depth. 

In  sirriiirv,  I  winild  give  the  following  replies  to  your  questions:  , 

1.  The  Pi)Saibility  of  the  predictability  of  the  severity  of  mental 
iniviimcnts  at  birth. .  . 

Villi  e  it  is  possible  to  assess  phyiiical  and  sensorial  iirpalrments  at 
hirth,  it  is  virtually  ijiipossible  to  state  the  intelligence  of  a 
any  child  at  birth.  We  can  predict,  based  on  past  expeirences,  that 
particular  cMldren  will  likely  function  in  the  retarded  range  of 
m^^iitive  performance.  For  example,  it  would  be  fair  to  say  that  a 
child  with  Down's  Syndrome  would  likely  function  in  the  moderate  to 
mild  rrin}>e  of  mental  retardation.  But  even  this  does  not  really  say 
.mvthing  about  the  i^rson's  ability  to  function  in  the  cotmrnity,  trt— 
dr-'C'lop  relationships,  to  contribute  to  comrmity  life. 

2.  Usfful  early  intervention  techniques  that  improve  I.Q... 

TVaire  is  a  range  of  connon  teclniques  which  improve  the  infant's 
ability  to  function  in  the  nuinstream  of  family  and  comainity  life. 
The£;e  techniques  likely  improve  cognitive  functioning,  but  more 
inportantly,  prevent  secondary  ^iJ^^ihilities  and  increase  the  child's 
ability  to  participate  more  fulle  in  the  mainstream  of  family  and 
codiTunity  life:  physic^il  therapy,  adaptive  equipinent  such  as  position- 
ing chairs,  speech  therapy,  alternate  cocmunication  systems  such  as 
l.mguago  boards.  Perhaps  the  most  inportant  intervention  is  to  teach 
the  p.-irents  how  to  integrate  the  child  into  family  life  and  to  teach 
rhan  parents  basic  teclniquen  such  as  those  listed  above. 

An  added  dinicnsion  to  this  particular  question  is  the  issue  of 
extending  P.L.  94-142  to  cover  these  types  of  cost-becnf icial 
services.  .*tany  states  have  done  this  already. 
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Aviii '  ahi  lty  o.'  early  intorv'tntion * . .  ' 

'rtt'  could  s.-iy  tlut  e/^rly  iiiterventi or.  often  cotK*s  r<>^  late!  The 
priirvj-y  rt'^jixn  is  -.'vir  P. I..  9''»-l-»2  does  not  cover  Liiese  sorxdcos 
unl?S5  State  l.w  permits  tJie  o.ctn.sicTn  of  thi   federal  law  to 
ihf  0-5  aj',c  j./oup.  In  Itebr  slca,  fir  tocjiple,  our  State  l.r^ 

xttaids  IM..  9''4-lA2  txi  the  date 'that  the  cliild  is  idcntiticd  as 
h-tridicapj-ed.  Thus,  a  cMld  wit'  Dc^>r>'s  Syndrome  wl  ild  be 
irritxliatuly  referred  to  rhe  local  school  dli.wricc  for  infant 
devL.opmcnt  services.  In  Stiites  vhere  ..uch  a  law  does  not  r^-'^st 

irly  incervfncion  is  done  on  a  catch  as  catch  can  basis. 


I  IvJiH'  these  sirr.rry  ruplies  p.ive  the  giiid<inc(  vMch  you  sought  /  As  yt.u 
roai!  nry  in  depth  paper,  yn^  u'i.l  clearly  st^e  thie  answoiLs  to  /our  questions. 

StTiator  IXnton.  I  winh  to  tivink  yt)u  for  your  couragoous  advrcacy  on  belialf 
on  inl.'uits  with  special  needs.  If  T.  can  be  of  furtlr^r  assintaiice.  please 
(.•all  en       at  any  t'lnu. 


Sincerely, 


/Join  J.^l-(k<c,  Ph.D. 

Associate  Pr(>fes:;or  of  .'ixlical  Psychology 
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SoTiator  Jeremiah  lu-nton  submitted  the  following  question  to 
r>r..   David  Mcl/>ne  tv  hv  included  in  the  written  racord . 

1.)     Dr.  McLone,  an  article  in  the  Chicago  Tribune  on 
October  17,  1982  quoted  a  parent  as  saying.  They 
(the  doctors)   told  us  our  daughter  had  a  hole  m  »jer  bacjc, 
that  she  would  never  walk,  and  that  maybe  it  would  be 
bettor  for  her  and  us  if  something  happened  to  her.  ^^^^l^ 
surqery  at  your  hospital,  she  was  not  paralyzed,  she  was  able 
to  walk  and  She  was  not  retarded.     Is  this  lack  of  information 
reqardinq  the  newest  surgical  techniques  widespread? 
Besides  trying  to  improve  communication  through  medical 
journals,  what  can  be  done  to  spread  the  word  about  these 
recent  advances? 
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•   Senator  ChristoiWu-T  Uodd  submitted  the  following  questions  to 
Dr.  David  McLone  to  be  included  in  the  written  record. 


1.  )     You  specifically  mention  the  importance  of  proper  prenatal 

nutrition  in  preventing  spina  bifida.  What  do  you  anticipate 
the  effects  of  budget  cuts  in  the  WIC  program  will  be? 

2.  )     What  other  budget  cuts  in  social  programs  will  adversely 

affect  the  quality  of  life  of  handicapped  children? 

J.)     What  role  should  the  federal  government  be  playing  in 
structuring  programs  to  prevent  birth  defects? 

4.)     What  role  should  the  federal  government  be  playing 

in  providing  financial,  educational,  and  other  forms  of 
assistance  to  families  with  handicapped  children? 
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May  2,  1983 


Jeremiah  Denton 
United  States  Senator 
United  States  Senate 
WashinRton,  R.C.  20510 


Dear  Senator  Denton: 

in  response  to  your  letter  of  April  15,  and  your  question  concerning  information 
dissemination.  Medical  journals  and  medical  meeting  are,  in  my  opinoin.  only  moderately 
effective  in  rapid  to  current  information  dissemination.  The  time  from  preparation  ol  a 
manuscript  to  presentation  or  pubUcation  is  often  long.   3ournaIs  tend  to  be  read  by  a 
select  group,  e.g.,  Journal  of  Neurosurgery  is  read  by  r>eurosurgeons,  and  not  read  by 
physicians  in  other  specialties  and  certainly  rwt  by  the  lay  pubUc,  The  American 
Academy  of  Pediatrics  has  recognized  the  problem  and  is  developing  programs  to  speed 
up  this  process.  One  of  the  most  effective  means  of  reaching  large  numbers  of  peopfc 
of  diverse  backgrounds  is  the  lay  press.  Although  not  well  accepted  by  many  medical 
groups  we  have  found  it  very  effective.  Recently  there  has  been  a  rapid  narrowing  of 
the  information  gap  because  of  public  interest  in  spina  bifida. 

Concerning  Senator  Dodd's  questions  - 

In  the  State  of  Illinois  0-3  programs  have  been  eliminated,  which  will  obviously 
slow  the  habilitation  of  these  children.  Special  areas  like  occupational  therapy  and 
speech  therapy  have  been  drastically  cut»  again  critical  to  early  care  of  these  children. 
The  incidence  of  spina  bifida  has  been  decreasing  since  the  late  ISkO's.  Evidence  now 
is  available  that  substantial  numbers  of  congenital  anomalies,  spina  bifida,  and  low 
birth  weight  babies  are  caused  by  poor  maternal  nutrition.  If  the  number  ol  poorly 
nourished  women  becoming  pregnant  increases,  a  significant  increase  in  spina  bifida 
should  result.  This  would  be  compounded  by  the  lack  of  programs  to  care  for  these 
children,  ^^y  not  habilitating  these  individuals  we  allow  them  to  become  a  financial 
burden  on  society  in  addition  to  their  loss  of  dignity  as  independent  competitive  people 
(tax  payers). 
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The  prevention  of  birth  defects  can  be  accomplished  in  2  ways:  1)  prevent  the 
birth  of  children  with  birth  anomalies,  i.e.,  terminate  the  pregnancy;  2)  determine  the 
raijv*  and  prevention  of  anomalies  or  develop  techniques  and  methods  to  correct  the 
anomaly.   TU*  latter  requires  research  and  a  commitment  by  society. 

T^le  generation  of  children  to  take  our  place  is  obviously  vital  to  AriRrica.  The 
quality  of  these  generations  depend  on  our  commitment  to  them  and  will  be  reflected 
in  the  quality  of  our  country.  Therefore,  the  birth  of  a  child  is  very  special  to  the 
family  but  also  it  is  an  event  that  wc  all  share.  If  wi  accept  the  future  contributions 
of  children  destined  to  be  competitive  we  must  also  share  the  risk  and  therefore  the 
rost  of  habilitating  and  caring  for  the  child  Jess  abh  to  compete.   Maybe  it  is  time  for 
\m  insurance  which  demonstrates  that  we  all  accept  and  share  the  risk.  The 
\Mtaitrophe  does  not  occur  to  an  isolated  American  family  but  to  all  of  us.    It  would 
vte'fn  even  more  obviouS  That  an  investment  in  the  handicapped,  which  removes  them 
fr^ni  welfare  roles  and  makes  tax  payers  of  them,"js  in  our- best-interests. 


I  have  included  some  articles  that  may  be  of  interest.   With  best  regards,  ' 

ernain, 


David  G.  MJbUone,  M.D.,  Ph.D. 
Chairman, 

Pediatric  Neurosurgery 


DGM:rI 
Finrlysures 


156 


150 


senator  ^.hristopher  Dodd  submitted  the  following  questions  to 
the  Rossow  Family  to  be  included  in  the  written  record. 

1  )     YOU  referred  to  several  federal  programs  you  ^eel  axe^ 
essential  to  assist  families  with  handicapped  children, 
including  a.)  P.  L.  94-^42,  b.)  Section  504  of  the 
Rehabilitation  Act,  and^^:.)  catastrophic  health  insurance 
What  other  programs  must  be  strengthened  to  ensure  that 
handicapped  youngsters  lead  full  and  productive  lives? 

2.)    What  new  programs  might  further  assist  families  like 
yours? 
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NATIONAL  CATASTROPHIC  HEALTH  INSURANCE 

We  would  like  to  discuss   some  thoughts  about  health  insur<Jice,  viz.  , 
complete  medical  coverage  for  the  disabled  child.    In  our  state,  for  exampl 
complete  medical  coverage  is  provided  for  foster  children  thru  Title  19 
and  Connecticut  has  extended  this  concept  to  cover  the  medical  costs 
of  an  adopted  handicapped  child  via  the  state's  subsidized  adoption  law. 
But  it  is  still  a  fact  that  the  family  "who  gives  birth  to  a  disabled  child 
is  often  left  with  inadequate  or  no  coverage  at  all  for  the  medxx:al  costs 
for  their  child.    In  fact  we  believe  that  is  a  major  factor  which  makes 
it  more  Attractive  for  a  family  to  give  their  child  up. 

If  we  are  to  encourage  families  to  consider  keeping  their  child,  promoting 
life  and  encouraging  the  disabled  child  to  live  within  the  family  and 
community,  then  we  muot  provide  a  means  for  them  to  obtain  the  medical 
services  they  need  to  sustain  their  child's  life. 

At  the  moment  various  states  have  some  programs,  many  none  at  all. 
This  problem  must  be  addressed  at  the  federal  level  to  bring  about 
a  standard  of  consistency.    If  we  are  to  be  truthful  we  all  know  that 
medical  costs  are  simply  astronomical.    This  is  not  a  fault  of  the 
child  or  the  family  who  must  care  for  the  child;   nevertheless  thechild 
and  family  must  in  reality  deal  with  these  costs---  and  they  need  help. 

We  would  suggest  that  from  the  moment  of  birth  (or  even  from  the  motnent 
that  a  permanent  disability  occura^  such  as  an  accident)  that  b(.me  sort  of 
program  be  available  to  cover  the  medical  costs.    Standard  m<ijor 
medical  packages  can  provide  limited  protection,  but  for  the  most  part 
addtional  coverage  must  be  avaiable  for  on-going  care. 


NATIONAL  SUBSIDIZED  ADOPTION 


This  program  which  we  would  like  to  see  modeled  after  the^Gonnecticut 
sub&idized  l&v  has  been  our  lifeline.    It  should  be  instituted  on  a  national 
scale  to  permit  the  process  of  adoption  of  hard-to-place  children, 
handicapped  children^  etc.  to  be  standardized.    Basically  the  law 
provides  for  full  medical  coverage  on  an  as -needed  basis,  especially 
for  severely  disabled  youngsters.    In  addition,  there  are  provisions 
for  a  subsidy  to  meet  the  extra  costs  associated  with  caring  for  a 
h<&ndicapped  child.    We  cannot  emphasize  enough  what  this  means  for 
prospective  adoptive  parents.    Case  in  point  -   Our  son  Eddy  was 
refused  commercial  medical  coverage  on  my  major  medical.  We 
simply  could  not  have  met  his  needs  had  it  not  been  fcr  the  medctal 
coverage  provided  by  the  subidized  adoption  law  in  our  state.  VERY 

Important  program m  \  \  \ 
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COMMENTS  REGARDING  p.  L. 

During  our  testimony  we  referred  to  P.L.  9^-1^2,  the  Education 
for  All  Handicapped  Children  Act.     Thei/e  are  several  aspects  of 
these  regulations  which  we  deem  very  important  based  on  our  ex- 
tensive experience  over  the  past  years.     In  general,  without 
such  a  provision,  the  resources  would  not  have  been  available 
which  allowed  many  of  our  children  to  progress  successfully 
through  the  public  school  system.     Because  of  the  varying  and 
diverse  needs  of  our  children,  we  have  explored  many  avenues 
of  the  educational  system.     For  example,  several  of  the  young; 
■sters  have  required  a  full  or  part  time  aide  to  help  with  their 
physical  or  educational  neeOs  or  both.    Some  have  been  main- 
streamed  j  others  have  not.     But  in  every  case  the  needs  of  the 
child  are  .being  met. 

We  ar*-  happy  to  see  that  the  proposed  regulation  changes  of 
9k-lk2  have  been  withdrawn.    Some  of  those  changes  would  have 
had  disastrous  effects  on  parents  and  the  parent-child-teacher 
relationship.     For  example,  it  had  been  proposed  that  all  the 
procedures  local  agencies  follow  when  not ifying  .parents  of 
meetings  and  involving  them  in  discussions  and  curricula  de- 
velopment would  have  been  deleted  from  the  regulations.  It 
is  our  opinion  that  without  direct  parent  involvement  in 


of ^our" local" Board^of^'Edu^  the  parent  is  probably  the 


mos 


t  important  resource  to  help  develop  a  good  educational 


pare 
succeed . 


It  might  be  helpful  at  this  -point  to  briefly  delineate  a  case 
history  of  one  of  our  youngsters.     Our  son  Eddy,  institutionalized 
for       years  before  joining  our  family,  was  the  first  of  our 
vounesters  to  require  special  education  services.    Eddy  is  a 
multiple  handicapped  child,  having  been  born  with  serious  birth 
defects  suuh  as  aglossia  adactylia  (absence  of  tongue  and 
extremities  -  "If  ingers,-leg,  etc.),  moebius  syndrome  (facial 
paralysis  and  the  absence  6f ~ two-cranial  nerves ) ,  severe  lung 
Problems,  and  eye  and  ear  irregularities. But-de.spite^the 
physical  problems  which  obviously  would  be  a  challenge,  it^  -  — 
was  evident  that  Eddy  had  much  potential.    Eddy  began  regular 
kindergarten  in  the  early  seventies  and  participated  to  the 
/greatest  extent  possible  with  the  help  of  a  full  time  aide. 
Kddy  experienced  some  successes  and  some  failures.     It  oecame 
evident  that  indeed  Eddy  could  and  did  learn,  but  the  process 
in  helping  him  to  learn  was  difficult  requiring  a  full  time 
aide,  large  print  books,  and  an  auditory  trainer  .  Progress 
came  slowly,  but  it  came.    Today  Eddy  is  a  sophomore  at 


/ 
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Ellington  HUrU  School.     He  is  transported  to  school  on  a  van 
with  other  disabled  children.     He  has  various  special  education 
classes  in  English  and  Biology,  but  participates  with  all  the 
students  in  other  classroom  subjects  such  as  mathematics  and 
retail  merchanai: ing.    This  year  he  requires  one  hour  per  day 
of  special  education  aide  time.     For  his  last  two  years  of  high 
schodlhe  will  be  totally  independent  as  a  necessary  step  in 
preparing  him  to  bcjcome  an  economically  productive  and  con- 
tributing member  of  society,  as  well  as  a  really  wonderful 
person.    Eddy  would  not  be  where  he  is  today  had  it  not  been 
for  the  provisions  provided  by  P.  L.  9^1—1^2. 

There  is  another  important  aspect  of  our -experience  which  should 
oe  mentioned.    We  sensed  several  years  ago  that  the  community 
in  which  we  live  might  be  more  accepting  of  our  children  if 
they  knew  that  they  would  not  have  to  fund  the  extra  special 
education  costs.    We  approached  our  state  representative  in 
1975  and  together  introduced  and  -passed  a  law  which  would 
provide  full  (100?S)  state  reimbursement  for  special  education 
costs  for  handicapped  children  in  certain  situations.  The 
act  removed  a  "roadblock"  and  was  instrumental  to  the  success 
of  our  educational  objectives. 

This  particular  act  related  to  foster  care  children  only.  It 
IS  evident  now  that  the  same  type  of  legislation  must  be 
appliednationally  to  allow  the  disabled,  adopted  or  natural 
born  child  to  be  more  readily  accepted  in  the  commuAity.  A 
case  in  point  -  just  recently  a  couple  came  to  us  asking  what 
they  should  do  about  the  situation  in  their  town.    They  were  - 
hurt  and  in  total  despair.    Apparently,  the  community  (at  least 
some  members  of  it)  was  lashing  out  at  them  when  they  heard 
that. the  couple  was  about  to  bring  a  newly  adopted  Downs  Syn- 
drome child  into  their  town.    The  town  did  not  want  to  assume 
the  responsibility  for  the  extra  costs  involved  in  special 
education.    We  would  like  to  see  this  type  of  problem  addressed 
from  the  viewpoint  of  lOOf.  reimbursement  to  the  community  for 
educational  costs  of  a  disabled  child.    As  one  can  readily  see 
from  this  approach  the  extra  costs  are  then  distributed  evenly 
throughout  the  tax  base  of  the  country. 
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COMMENTS  REGARDING  SECTION  504  OF  THE  REHABILITATION  ACT 

Our  family  was  in  Washington  in  May,   1977,  at  which  time  Section  504 
was  signed  into  law.    We  were  elated  that  sach  a  regulation  could  give  the 
diaableu  community  access    to  and  participation  in  the  most  important 
aspects  of  life  in  our  country.    Whmthe  Department  of  Justice  began 
its  redraft  of  the  regulation  it  was  obvious  that  the  disabled  community 
might  lose  many  of  the  important  aspects  of  the  regulation  which  woul^d 
in  effect  undermine  the  basic  civil  rights  of^diaabled  persons.-.  We,  i 
as  parents  of  children  with  multiple  handicaps,  were  devastated  by  such 
news     W^like  many  others  wrote  to  our  representative  and  senator 
asking  them  to  help  us  keep  504  unchanged.    We  were  glad  to  hear 
that  very  recently  Vice  President  George  Bush  corresponded  with 
Senator  Lowell  Weicker  and  advised  hitn  that  the  Department  of  Justice 
and  the  Presidential  Task  Force  on  Regular  .ry  Relief  have  concluded 
their  review  and  decided  not  to  issue  a  revised  set  of  coordination 
guidelines.    Obviously  this  news  comes  as  a  great  relief  to  all  in 
the  disabled  comniiinity  since  Section  504  of  the  Rehabilitation  Act 
is  a  cornerstone  and  foundation  of  equal  rights  for  the  disabled. 
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In  sununary,  a  few  thoughts  fibput  Where  do  we  go  from  here.  We 
hope  that  our  testimony  has  made  a  difference,  that  there  is 
an  awareness  now  that  possibly  wasn't  there  before,  that  acceptance 
may  become  the  norm,  that  there  may  be  commi  v'ment  both  on  the 
part  of  individuals  and  the  government,  that  there  may  be  an 
apprec iation  for  life  and  the  inherent  value  of  being  human 
despite  our  frailties  and  limitations.    We  wovld  like  to  think 
that  federal  help  and  programs  would  not  be  necessary,  but  the 
fact  is  that  they  are  not  only  necessary,  but  vital.     As  we 
have  previously  mentioned  such  laws  and  r(?guiations  as  P,L.  9^-1^2 
and  section  50^^  are  very  important  to  us  and  the  children  v;ho 
are  in  our  car^; .     We  hope  the  government  will  be  open  to  other 
suggestions  such  as  natior;al  health  insurance  for  children  with 
'i  isabilities . 

It  has  been  an  honor  for  us  to  be  able  to  come  before  you  to 
expre.^s  our  thoughts  and  feelings  and  to  make  suggestions. 
Thank  you  for  taking  the  time  to  listen.     Your  caring  and  sen- 
sitivity have  given  us  great  hope. 


22'02i    O-HH  U 
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Av>rtl  15,  1983 


Dr.  c;eorge  Little 
American  Academy  of  Pediatrics 
1300  Nothr  17th' Street 
Suite  350 

;a:linyton,  Virqinia  22209 
Dear  Dr.  Little: 

Thank  you  for  taking  the  time  to  testify  before  the 
irubcomnittee  on  Family  and  Human  Services  on  April  6. 

I  believe  the  hearing  contributed  sxibstantially  to  the 
debate  currently  surrounding  the  issue  of  treating  handicapped 
infants.     Your  testimony  was  valuable,  a:»d  I  appreciate  your 
answers  to  questions  asked  by  members  of  the  Subcommittee. 

Because  of  time  constraints,  I  was  unable  to  ask  all 
tho  questions  I  had  prepared.     I  would  appreciate  it  if  you 
could  respond  within  two  weeks. 

1.       Dr.  Little,  the  AAT  aprarently  takes  umbrage  at 


inferences  that  denial  of  treatment  to  handicapped 
infants  occurs  often  in  American  hospitals.    We  sew 
in  the  videotope  prominent  neonatologiate  acknov/ledging 
that  it  takes  place.     A  1977  survey  reported  that  two- 
thirds  of  those  pediatricicuiB  surveyed  would  accede 
to  parental  requests  to  wittihold  trsatmont  for  an 
intestinal  blockage  in  a  Down's  Syndrome  baby. 
Testimony  before  a  Conqresslonal  committee  in  1974 
suggested  that  three-fourths  of  American  physicians 
admit  to  regular  practice  of  "passive  euthanasia r" 
presumably  botK  adult  and  pediatric.     Dr.  Koop 
cited  other  surveys  about  the  extent  of  the  problem. 
Finally,  a  Birmingham  Newtt  orticle  in  1980  quotes 
a  Birmingham  thildren's  Hospital  staff  surgeon  as 
acknowledging  that  treatment  is  denied  to  infants 
with  Down's  Syndrome.     In  fact,  the  doctor  is  quoted 
as  saying  that  in  one  instance  a  doctor  in  Los  Angeles 
sent  a  Down's  baby  to  Children's  Hospital  because  of 
/  that  hospital's  policy  and  because  his  hospital  in 
'   Los  Angeles  would,  not  allow  him  to  leave  the  baby 
untreated.     What  is  the  AAP*s  response  to  these 
facta?  ■ 
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2.  Dr.  Little,  instead  of  regulatory  and  statutory 
intervention,  the  AAP  has  come  out  in  favor  of  hospitals 
forming  internal  review  pinels  to  review  cases  where  a 
decision  has  been  made  to  withhold  treatment.  However, 
hospitals  have  peciionnel  hierarchies  as  do  all  businesses, 
with  those  at  the  top  exercising  conBidereU>ly  more 
influence  than  those  at  the  bottom.    At  the  top  o£  the 
hospital  hierarchies,  of  course,  are  the  physicians. 
Given  the  statistics  we  have  heard  about  the 
predilections  of  some  physicians,  I  eur.  skeptical  that 
these  review  panels  would  change  current  practice  enough. 
What  is  your  response?    I  agree  that  panals  might  be 
helpful,  but  are  they  enough?    Would  you  say  there  is  no 
need  for  legal  standards  on  this  issue? 

3.  Dr.  Little,  hasn*t  the  federal  government  become 
involved  in  this  area  because  of  a  lack  of  "self- 
policing"  on  the  part  of  the  medical  contnunity? 

I  will  be  happy  to  send  yc  \  copy  of  the  hearing 
record  when  it  is  printed.  This  process  \isually  takes 
several  weeks. 


Again,  thank  you  for  your  time  and  assistance. 

Sincerely, 


JEREIIIAH  DENTON 
United ^fitates  Senator 


JAD:dh 
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May  6,  1983 


Honorable  Jeremiah  A.  Denton 
United  States  Senate 
516  Hart  Senate  Of f ice  Building 
Washington,  D.C.  20510 


Dear  Senator  Denton: 

Your  personal  interest  in  the  issue  of  treating  handicapped 
infants  is  much  appreciated.    Testifying  in  front  of  the  commit- 
tee was  my  first  such  experience,  and  I  must  say  I  found  your 
questions  to  be  well  structured.    Moreover,  our  discussion  at  the  ■ 
hearing  seemed  marked  by  a  reasonable  degree  of  interpersonal 
communication.    Thus  I  regret  being  a  bit  tardy  in  responding  to 
your  letter  of  April  15,  which  had  to  be  forwarded  to  me  at  ay 
office  in  New  Hampshire.    I  will  do  my  best  to  answer  your 
questions  completely. 

Your  first  question  relates  to  facts  said  to  be  based  on  numerous 
aources,  including  a  video  tape  of  neonatologiats,  a  1977  survey, 
testimony  before  a  congressional  committee  in  197^4,  Dr.  Koop's 
comments  and  a  198O  Birmingham  Hews  article.    To  go  right  to  the 
issue,  let  me  clearly  state  that  the  American  Academy  of 
Pediatrics  and  I  personally  have  said  in  many  forums  that  there 
is  in  fact  need  for  additional  study  of  current  attitudes  and 
practices  regarding  cire  of  the  seriously  ill  newborn,  and  espe- 
cially those  infants  with  constitutional  abnormalities  who  have 
associated  problems  which  might  be  life-threatening.    The  problem 
is  that  the  objective  data  base  is  very  poor.    Much  of  the 
reference  material  you  cite  is  anecdotal,  including  the  video 
tape  and  the  newspaper  articles.    The  surveys  are  outdated  being 
more  than  5  /ears  old.    The  President's  Commission  for  the  Study 
of  Ethical  Problems  in  Medicine  and  Biomedical  and  Behavioral 
Research  has  pointed  out  and  we  agree  that  the  link  between  atti- 
tudinal  surveys  and  actual  practice  is  unclear.    Indeed  the 
President's  Commission  found  that  decision-making  usually  follows 
the  precepts  outlined  by  the  Commission.    Nor  has  the  Department 
or  Health  and  Human  Services  produced  any  direct  evidence  of 
inappropriate  treatment  of  severely  ill  newborns  —  a  fact  noted 
by  Judge  Gesell  in  his  recent  decision  involving  litigation  on  . 
the  interim  final  rule.    Several  retrospective  compliance  reviews 
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conducteni  by  t;     DopMrl.m<'nL  ."in'-  j  May  1982  have  apparently  found  all  of  the 
facilities  to  be  io  oorapiiance  With  Sectioh'SO^  of  the' Reh'aVllitgt       Act.  "Ve  " 
are  not  sayl  g  this  matter  does  not  need  further  study;  it  does.    The  present 
ilata  base  is  inadequate  and  ;:tu  ly  needs  to  be  thorough  and  sophisticated. 

Thus,  as  a  final  comment  to  your  first  question,  let  me  say  that  a  cooporatl^ 
raulti-diijclpllnary  study  actually  to  delineate  attitudes  arn  practices  of  the 
mid-19fl'"     's  a  venture  which  sh-^jld  be  undertaken. 

Your  second  question  has  several  parts;  I  will  attempt  to  address  th^  straight- 
forward J       With  respect  to  hospital  hierarchies  and  whether  physicians  are  at 
the  top  of  those  hlerarchl.-a ,  I  simply  have  to  state  that  in  the  administrative 
and  legal  nense  they  are  not.    Most  hospitals  function  with  public  boards  of 
trust,  an'l  there  is  a  difference  of  opinion  as  to  whether  physicians  even  should 
be  on  tho;;e  boards  of  trust.    Physician  privileges  emanate  from  the  trustees. 
One  of  the  healthy  changes  that  is  occurring  in  the  American  health  ca.e  deli- 
very system  is  the  Increasing  awareness  of  responsibility  by  trustees  and  by 
professional  hospital  admlnistrators^-of  matters  of  professional  conduct.  I 
reallzp  that  physicians  are  frequently  perceived  as  independent  self-anointed 
rulers  of  the  roost.    That  type  of  behavior  Is  very  unusual,  and  always  has  h*»en 
difficult  to  establish  and  maintain  in  the  hospital  environment,  and  has  been 
and  will  be  more  and  more  difficult  to  maintain  for  many  reasons  not  the  .le:ist 
of  which  are  those  mentioned  above  and  the  increasing  medical-legal  activity. 
Furthermore,  as  I  believe  I  stated  in  my  testimony,  complex  newborn  problecs  are 
not  in  this  day  and  age  usually  handled  on  a  simple  one-to-one  fashion  by  a 
ntngle  physician  and  a  parent  or  parents.    Nurses,  social  workers,  members  of 
the  clergy  and  many  others  are  involved  with  a  team  concept  of  manageii,ent.  Thus 
many  parties  are  Involved  and  the  relationship  is  not  one  on  one. 

You  state  that  the  panels  would  be  helpful  and  ask  whether  they  are  enough.  I 
feel  that  In  the  vast  majority  of  cases  the  review  panels  would  find  little  with 
which  to  quibble,  and  tha'  if  they  were  properly  constituted  utilizir.g  pro- 
fessionals and  non-professionals,  including  members  of  th'^  coraL:Mnity,  they  would 
rarely  if  ever  have  to  resort  to  alternatives  such  as  the  judicial  system.  Some 
form  of  double  ch  -ck  regarding  panel  decisions  would       appropriate  but  a  greaw 
deal  of  thought  needs  to  be  given  to  this  subject.    In  response  to  your  question 
about  legal  standards,  I  suspect  that  you  and  I  agree  that  there  is  practically 
always  a  nt^ed  for  'egal  standards  on  most  Issues,  including  this  one. 
Unfortunately,  legal  standards  are  not  able  to  anticipate  each  and  every  complex 
human  bioethical  problem.    Furthermore,  certain  legal  strindards  may  in  fact  be 
wrong.    Some  governments  legally  condone  racial  prejudice. 

Your  third  qutstion  relate*    .o  whether  federal  government  InvoxvemT.t  is  due  to 
a  lack  of  "self  policing"  on  the  part  of  the  medical  community?    I  would  statp 
that  the  medical  community  has  been  self-policing.    As  a  matter  of  fact  the  sur- 
veys which  you  quote  appeared  in  previously  referenced  medical  journals, 
including  one  published  by  the  American  Academy  of  Pediatrics.    This  indlcatr:? 
to  roe  that  the  profession  ha.*^  been,  is  and  will  be  acting  responsibly  in  its 
attempts  openly  to  direct  a-'  ntlon  to  and  address  difficult  issues. 

In  the  past,  problem  solving  in  difficult  £.    i5  usually  has  emanated  from 
cooporatlve  private-  and  public-sector  efforts.  .  We  have  drawn  to  your  at  Mention 
the  institutional  review  process  for  blomedicul  r^r^oarch.    Cooperative  efforts 
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"betwe^m  the  AAP,  other  prornnnlonnl  .irgnnlzatlons  and- the  f^^ieral- government  

have  been  and  will  be  very  productive.    There  la  no  reason  why  such  mutual 
problem  jolvlr.g  cannot  be  employed  now  for  the  care  of  seriously  ill  newborns  in 
spite  of  tl.'^  difficulties  which  have  arisen  because  cf  the  interim  final  ruling 
of  'irch  7  and  Lhe  subsequent  court  proceedings. 

1  look  forward  to  meeting  with  you  again  sometime  In  the  future. 

Sincerely  yours, 

Gerrge  A.  Little,  H.D. 

Chairman,  Department  of  Maternal  and  Child  Health 
DarTTioiir.h  Medical  School 
Hanover,  New  Hampshire 

Chairman,  Com-ulttee  on  Fetus  and  Newborn 
American  Academy  of  Pediatrics 
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April  15,  19n3 


John  J,  Paris,  S.  J, 
Department  of  Religious  Studies 
Holy  Cross  College 
Worchsster,  Massachusetts  01610 

Dear  Father  Paris: 

Thank  you  for  taking  the  time  to  testify  before  the 
Subcommittee  on  Family  and  Human  Services  on  April  6. 

I  believe  the  hearing  contrdLbuted  substantially  to  the 
debate  currently  surrounding  the  issue  of  treating  handicapped 
infants.     Your  testimony  was  valuable,  and  I  appreciate  your 
answers  to  questions  asked  by  members  of  the  Subcommittee - 

Because  of  time  constraints ,  i  was  unable  to  ask  all  the  ^ 
questions  I  had  prepared.     I  would  appreciate  it  if  you  could 
respond  within  two  weeks. 

1.  You  say  on  page  5  of  your  statement  that  "the  principli 
of  subsidiarity  would  argue  that  these  decisions 
ought  to  bo  made  at  the  local  level  with  guidelines 
and  norms  established  by  the  society."    Isn't  that 
exactly  the  situation  we  have  right  now?  „Yet  we 
still  have  multiple  examples  across  the  country 

of  Down's  Syndrome  babies  being  allowed  to  starve 
based  on  a  "norm"  established  at  the  local  level. 

2.  You  imply  several  times  (page  9)  in  your  statement 
that  it  is  "the  values  of  society"  or  "community 
standards"  that  should  be  the  determining  factor 
in  a  decision  to  treat  or  not  to  treat.     Just  how 
should  we  define  those  values?    Are  there  not  some 
absolutes  that  we/should  apply  here?    After  all, 
in  Na«i  Germany  the  physicians  involved  in  the 
extermination  of  handicapped  individuals  could 
have  asserted  that  they  wore  abiding  by  "the 
values  of  their  society." 
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Jo-  r  J.  Paris,  S. 
/ 15,  1983 
Page  'wo 

I  will  b«  happy  to  -end  you  a  copy  of  ^«  ^•Jf^'^^ 
r.coA  wiin  it  i.%nfd.  This  proc-.  usually  take, 
■•varal  w««ka. 

Again,  thank  you  for  your  tiiwi  and  a..i.tanca. 

Sincerely r 


JKREMIAH  DENTON 
United  State*  Senator 


JADidh 
Encloaura 


copy 
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COLLEGE  OF  THE  HOLY  CROSS 


WORCCSTER.  MASSACHUSrTTS  OlfllO 


May  2,  1983 


The  Honorable  Jeremiah  Denton 
United  States  Senate 

conmittee  on  Labor  and  Human  Resciurces 
Washington,  DC  20510 

Dear  Senator  Denton t 

In  response  to  yourjjetter  of  April  15,  1983  on  my  testirony  before  the 
Subcommittee  on  Family  and  Human  Services  on  April  6,  1983,  I  would  make  the 
following  observations. 

CI)    I  argued  that  the  decision  should  be  made  at  the  local  level  with 
guidelines  and  norms  established  by  the  society.    That  is  not  exactly  the  situ- 
ation which  we  have  had  up  until  now.    And  there  is  no  doubt  that  there  have 
been  some  instances  of  Down  Syndrome  children  allowed  to  die  by  non-feeding  or 
starvation.    The  guideline  I  proposed  would  not  be  a  local  but  a  national  norm. 
Such  a  standard  has  been  established  in  the  President's  Consniesion  Report  on 
"Deciding  to  Forego  Life-Sustaining  Treatment."*    On  pages  218  and  219  of  that 
Report  we  readi     "A  very  restrictive  standard  is  appropriate!     such  permanent 
handicaps  justify  a  decision  not  to  provide  life-sustaining  treatment  only  when 
they  are  so  severe  that  continued  existence  would  not  bo  a  net  benefit  to  the 
infant."    The  Gonnnission  goes  on  to  say,  "Though,  inevitably,  somewhat  subjective 
and  in?>cecise  national  application,  the  concept  of  'benefit'  excludes  honoring 
idiosyncratic  views  that  might  be  allowed  if  a  person  were  deciding  about  his 
or  her  own  treatment.    Rather,  net  benefit  is  absent  only  if  the  burdens  is^sed 
on  the  patient  by  the  disability  or  its  treatment  would  lead  a  conpetent  decision 
maker  to  choose  to  forego  the  treatment.    As  in  all  surrogate  decision  making, 
the  surrogate  is  obliged  to  try  to  evaluate  benefits  and  burdens  from  the 
infant's  own  perspective."    The  Coramission  then  goes  on  to  state  very' explicitly: 
"The  Commission  believes  that  the  handicaps  of  Down  Syndrome,  for  example,  are  not 
in  themselves  of  this  magnitude  and  do  not  justify  failing  to  provide  medically 
proven  treatment,  such  as  surgical  correction  of  a  blocked  intestinal  tract." 

The  Commission  goes  even  further  when  it  states,  "This  is  a  very  strict 
standard  in'that  it  excludes  consideration  of  the  negative  effects  of  an  iitipaired 
child's  life  on  other  persons,  including  parents,  siblings  and  society."  And 
the  Conraission  concludes,  "We  treat  handicapped  children  no 'less  vigorously  than 
their  healthy  peers  or  than  older  children  with  siWlar  handicaps  would  be  treated. " 


Hare,  I  believe,  for  tne  first  time  we  have  clearly  articulated  and  forcefully 
stated  norms  on  the  appropriate  treatment  of  handicapped  children.    Now  that  they 
have  been  promulgated,  I  believe  that  the  enforcement  mechanisms  already  in  place 
in  the  local  contniinity  are  the  more  appropriate  way  of  dealing  with  this  issue. 
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Sor.iilor  Jerenifth  Denton 

Page  2 

May  2,  19B3 


Your  second  question  follows  from  the  first,    l^hese  "values  of  society 
or  "cotmunlty  standards"  must,  in  fact,  be  defined  from  within  our  society. 
When  coming  to  the  determination  of  those  values,  we  will  reflect  upon  our 
reliqious,  philosophical,  and  historical  tradition.    From  this  reflection— 
which  in  our  society  will  involve  some  absolutes  on  the  sanctity  of  lifo-- 
ve  can  and  we  have  devised  norms  and  guidelines  for  appropriate  moral  behavior. 

There  is  always  the  tendency  to  believe  that  we  can  completely  eliminate 
abuses  or  evil  or  sin  from  our  society  if  only  we  had  rigid  laws  and  absolute 
no  -as.     History  to  date  gives  us  very  little  confidence  in  the  Euccess  of  such 
an  undertaking.    It  is  also  helpful  to  recall  that  tl«  Naii  experience  was 
brought  to  us  by  directives  from  the  "federal  government." 

I  am  certain  you  have  seen  the  editorial  response  to  Judge  Gosell'o  ruling 
in  the  Boston  Globe,  the  New  York  Times  and  the  Wall  Street  .Journal.    Ky  own 
viewi  are  most  aptly  auiraid  up  by  th«  Wall  Street  Journal:  -Conservatives 
ought  tc  be  tl^  first  to  rccognizo  that  soma  problems,  in  particular  moral  ones, 
r«ally  can  best  be  solved  not  by  trying  to  reduce  thata  to  rigid  rules,  but  by 
Virivate  H.jcisiona  of  private  ir.divltluals  in  the  nation's  conwunitioa  and  familifts. 
ConHervAVives  cuqht  also  to  understand  that  the  fear  that  aowevhere  in  this 
hronti  land  someor.n  mav  some  time  make  a  mistake  is  not  a  reason  to  hav<i  platoons 
of  buieaucr     s  and  lawyers  sccond-quecsing  some  of  the  most  sensitive  and  most 
private  docisicns  imaqmable." 

The  nation  ih  indeed  indebted  to  those  who  have  called  attention  to  rhe 
abuses  and  sorious  ^abuoes  vrt^ich  have  occurred  in  treatment  decisions  for  handi- 
capped infants.     It  was  the  clarion  call  of  such  groups  which  brought  abcut  the 
national  study  of  the  Pre«ident's  Commission.    It  also  produced  tha  HHS  regulation. 
That  regulation,  though,     &s  I  testified,  has  already  produced  serioui.  adverse 
consequences  for  the  practice  of  good  medicine.    The  enclosed  clipping  on  the 
oreqon  rase  is  proof  positive  of  the  detrimental  effect  of  attempting  to  regulate 
neonatal  care,  by  fcJerai  directives. 

I  believe  it  is  now  the  task  of  those  genuinely  coiwnitttd  to  the  ccnservative 
traditions  of  our  society  co  realize  that,  given  the  option  of  feder?^.  intrusion 
into  the  aursary  or  vory      .ict  tjuiaellneo  drawn  up  and  enforco:^  by  local 
corromitips,  the  latter  n  -iion  is  the  preferred  route  to  take. 

If  I  cnn  be  of  nn    further  assistance  to  ynu  or  your  committee  in  this 
difficult  and  trying  -  .ea  of  law,  loedioino  and  ethics,  I  cNa-U  be  happy  t- 
assist. 

Sincerely, 

(Rev.)  John  j,  .iParis,  S.ir.' 
Crtairran 
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^         \  ,,..4  ...  »*Ht_  THK  aAsmN<;i()N  I'osT 

1 

Brain-Damaged  Baby  Dies  Amid 

Hy  Philip  J.  HilU  \ 

Court  Fight  Over  Treatment 


[  A  m^Uy-old  Orejjun  infant  wiih  tevtn 
brain  danuKc  died  Thunday  in  the  midst 
<)f  a  OAtn  ft){ht  ovtr  her  pflrcnla'  right  to 
rrfjp*  ti>  alkiw  the  baby  to  be  Ted  intravf. 
rtiiu»ly, 

The  cast;  was  the  first  public  t«*t  of  the 
iwuM  involved  in  the  federal  novcrnment'a 
'Haby  lUt-"  rule,  which  went  tnU)  cii^, 
\  two  monlhi  aj{o.  The  njle  waa  intended  to 
j  pn)U»cl  haiidiiflfipeil  infanta  fnwn  being 
sUfMKl  itT  i>e|{Iij<enlly  treatrd  because  of 
tiu'ir  deformity. 

The  rule  haa  kince  het-n  atrucit  down  by 
a  federal  court.  Iwt  the  Department  of 
llMlih  and  Human  Services  It  appeal  in 
thi>  di>cuii)n. 

AH  '.idrt  m  the  ovte,  indodinK  the  Or- 
i^'iin  U»i{ht  ui  Life  pniup  which  Utok  the 
p.innLH  U)  nnjrt.  ijjtreed  that  the  infant 
wiitjj'l  ibc  !M»>t»  rti;;irdle^  of  whni  treat* 
nuTit  w:wiriv(n  Iinctiirt  ijiniliar  witlMfii 
>.i;ij  «.ik-  Ili  I  n<»  Mtf  kjnit  nr  swalltpwinft 
nrlrs  .md  riiuM  nut  eat  withwrt  special 


inUavenous  or  force -feedinjt.  The  infant'a 
brain  waa  only  partly  inljct  Sh«  was  ap- 
parently unable  to  nee  or  hear, 

Kiu  Kadich  of  the  Oregon  Uight  to  life 
fnxtp  aaid  yesterday  that  though  ahe  knew 
the  baby  could  not  live,  "We  wanted  to 
ahow  that  the  child  should  not  be  starved 
to  death.  We  heard  there  was  a  docttir'a 
recommcndiition  to  the  p^irenl;^  not  to  feed 
the  child  l>ccaitfs  the  child  would  die  itoun> 
er.  We  felt  it  was  no  more  appropriate  to 
starve  the  child  than  to  inject  it  with  aome> 
thing  thai  wuuld  kill  her  outright,  which 
everyone  agree*  ifi  ntit  proper," 

llodich  aaid,  "Wc  were  »ucce«ful  in  our 
major  objective  here"  in  that  the  court  or* 
dered  the  infant  fed  i^traveno■J.^IjF  and  kept 
on  life-susUiining  equipment  until  the  cose 
could  be  decided  on  the  merit*. 

This  child  could  not  live  very  long  any* 
way,"  Kadich  said,  but  she  hoped  to  estab* 
lUh  the  principle  alxntt  feeding,  "because 
this  ume  recommendation  is  given  even  in 
cuen  where  much  less  handicapped  chil* 
drcn  urc  invulved." 


Wiliiam  Dernatein,  president  of  the  Cor» 
County  Medical- Society  and  one  of  the 
docton  called  to' consult  on  the  case,  said. 
The  decision  about  what  to  do  with  thli 
kind  of  case  is  very  penonal  and  very  dif- 
ficult . . .  and  the  doctors  ond  families  re* 
sent  the  outside  inlluence  from  the  govern- 
ment lU  others." 

Kar.'n  Greco,  a  itiita  aaaistont  attorney 
general  for  the  Children's  bervicea  Deport- 
ment, Mtd  the  reaction  to  the  interMintinn 
of  Oregon  Right  to  was  "outrage  . . . 
that  0  family  whicb  had  the  Uauma  of  hav> 
ing  a  deformed  child  in  the  first  place 
should  then  be  dragged  into  court  and  have 
it  luggeated  that  they  are  not  being  proper 
parcnta ....  The  people  I  have  spoken  to 
are  unhappy,' she  said. 

The  infant  was  liorn  obout  dawn  on 
April  11  in  Coquille  llospital  in  Coos 
County,  Ore.  The  girls  ikull  had  nal  grmvn 
together  properly,  and  a  mcmlirnne  sac 
containing  fluids  and  sorne  primitive  brain 
pdrlB  hung  frum  the  baci/ of  her  head. 


Mcr  mnnive  brain  damage  curtailed  a 
number  of  the  infant's  bodily  functions. 
She  died  Thursday  afternoon  when  ber 
breathing  stopped  because  her  damaged 
brain  could  not~maintain  it. 

But  a  wnelf  hoforf  nh**  •lied.  RadiA  re* 
ceived  a  telephone  tip  that  an  infant  at 
Coquille  waa  not  being  fed  because  of  her 
deformity.  Radich  said  tUti  called  the  Chtl* 
dren'a  Service  Division  of  the  state  health 
departTwnt  and  the  Health  and  Human; 
Service*  Department' Washington  hotline  \ 
eetabliaSed  to  deal  with  casea  of  nltegcd  \ 
Jiacriminatlofi  against  handicapped  infanta. 

According  to  a  hospital  spokuman,  th«r* 
waa  never  an  attempt  to  itarv*  the  baby. 
Bernstein,  who  waa  consulted  on  the  casa 
but  did  not  eumine  the  infant,  said  there 
were  attempta  to  feed  the  infant  by  mouth 
but  the  she  could  not  eaL 

JudgjLj^ichar^  Barron^  of  the  circuit 
court  in  Coquille  heard  the  case,  oik)  haaed 
un  the  testimony  of  the  attending  doctor^ 
Peter  Wolfe,  determined  that  there  was  not 


enough  evidence  to  establish  any  TKgligencB 
in'lhe  case.  6utJK..^ered  intravcnoui 
feydin^  tobe  atteirpted  while  the  cbm  w« 
AgMAled.  ' 

S(au_Cajn  of  Appeab  Judge  William 
RicfMrr^uxi  thi*n  nbo  ordered  the  feeding 
continued  while  the  case  was  argued 

Meanwhile,  the  ir^ant  was  taken  from 
the  30-bed  CoquiUe  hoBpitAl  to  the  Doenv- 
becher  hoapital  of  the  Oregon  Heahh  Sci- 
ence Univeraity  in  Portland,  229  miks 
aw^y. 

David  Ulttt,  North  0«nd  public  defend* 
er  uii!  attorney  for  the  parcnia.  eoid  ih« 
\ right  to  life  group  had  no  right  to  reprevnt 
the  infant  in  court,  and  that  ttw  infant'a 
parenta  were  upset  by  this. 
\He  uid  the  dectakm  to  wiihh<M  intra* 
vtnoua  feeding  and  other- treatmenla  was 
taken  after  getting  tthe best  tnedica]  advice  . 
i  ,'ve  state." 

te<>r&l  gtivemment  flew  investigt* 
tors  to  Oregon  tc  question  witneaaa,  and 
will  c»rry  on  the  investigation  e%Tn  though 
the  infant  has  died. 
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DEPAHTMtNT  m  mMlH  tL  HUMAN  SERVICES  Otf.c«  of  the  Secfe.a.y 


Waihington.  D  C  20201 


The  Honorable  Jeremiah  Denton,  Chairman 
Subcommittee  on  Family  and  Hiunan  Services, 

Committee  on  Labor  and  Human  Resources 
United  States  Senate 
Washington,  D.C.  20510 

Dear  Mr.  Chairman: 

I  am  Pleased  to  transmit  for  the  record  the  responses  of  the 
Surgeon  General  to  questions  by  Senator  Dodd  about  resources 
available  to  handicapped  infants  and  their  families  through 
the  government  and  the  private  sector.     As  you  known,  these 
questions  were  submitted  in  conjunction  with  the  Surgeon 
Goneral' a -appearance  on  April  6  before  your  Subcommittee  to 
discuss  Federal  Policy  on  the  treatment  of  handicapped  infants 
in  America. 

A  copy  of  these  responses  will  also  be  sent  to  Senator  Dodd. 

Sincerely  yours. 


Thomas  R.  Donn^ly,  Jr. 
Assistant  Secretary 
for  Legislation 
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Senator  Dodd 


0.  V*iat  role  do  you  see  the  Federal  goverrr«nt  playing  in  both  (1)  providir^ 
assistance  and  (2)  encouraging  private  aid? 


A.    The  Federal  goverment,  together  with  state  ard  local  govemnents,  has  an 
important  responsibility  to  handicapped  persons  in  society.    Through  several 
assistance  prajrams,  it  oCCers  services  which  in  scne  cases  may  not  be  readily 
available  through  private  channels  and  which  in  others  augments  the  efforts 
being  made  by  the  private  sector. 

Thrcwgh  the  Departrent  of  Health  and  Human  Services,  help  is  given  to  the 
handicapped  under  the  Social  services  Blod;  Grant,  the  Develcpment-al 
Disabilities  program,  the  Universiti^-Af filiated  Facilities  research  and 
rehabilitation  network,  for  certain  handicapped  persons  under  Medicare,  and 
for  the  medically  needy  under  Medicaid^   our  Maternal  and  Child  Health  Block 
Grant  enables  states  to  target  aid  to  f2W^ilies  at  ri^k.    Food  and  nutrition 
assistance  is  provided  throjgh  the  Departstient  of  Agriculture's  Woren,  Infants 
and  Children  (WIC)  coTrodities  progran,  and  the  DepaiUtiBr.t  of  Rducation 
administers  programs  which  benefit  the  handicapped  through  education  ard 
training  for  self-sufficiency. 

As  you  knew,  a  few  weeks  ago  the  President  announced  the  formation  of  a 
Cabinet- level  task  force  charged  with  exanining  the  gamut  of  problems  facwd  by 
the  handicapped  in  this  country,  and  the  services  available  to  than.  This 
body  is  headed  by  Secretary  Heckler.    Among  its  duties  will  be  to  report  on 
the  prograna  serving  the  handicapped  which  are  functed  by  the  Federal 
gcvernment  and  specifically,  to  deal  with  the  special  problorvs  of  parents  and 
families  of  harriicapped  infants.  \ 

In  addition.  Secretary  Heckler  has  reauthorized  the  Federal  intrsdepartnental 
boarTl  which  was  empowered  to  waive  rules  for  Medicaid  patients  so  that  they 
axild  be  cared  for  at  home  without  loss  of  Medicaid  eligibility.    This  board 
had  been  established  in  the  wake  of  the  situation  faced  byVatie  Beckett  of 
Cedar  Rapids,  Icwa,  wtio  cculd  be  cared  for  more  appropriately^  and  less 
expensively  at  home,  but  who  would  have  lost  Medicaid  eligibiiity  as  a 
result.    The  Secretary  has  asked  each  State  Governor  to  appoint 'a 
representative  to  work  with  the  Department  in  developing  alternatives  to 
institutionalization  under  Medicaid.    This  effort  has  been  and  wilT^continue 
to  be  of  great  importance  to  the  severely  handicapped,  givirg  than  options  on 
a  case-by-case  basis  to  institutionalization  when  appropriate  without  \ 
jeopardizing  Medicaid  coverage  if  they  need  it.  \ 

\ 
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Tht»  (ji:jverriix>nt  as  n  pn/vltJur  ol  8»jcvicea  or  a  conduit  for  the  transfer  of 
noncY  will  not  solvf  the  probloiia  of  fanilies  with  handicapped  infants.  It 
can  act  as  a  catalyst  for  greater  camii tmont  by  the  private  sector,  including 
voluntary  service  agencies,  foundations,  arKl  private  industry.    Its  role  can 
include  acting  to  increase  public  awareness  of  the  physically  less  fortunate, 
and  to  s[)earhead  a  "team  effort"  by  goverrrent  and  the  private  sector. 

one  impt:)rtant  stejj  in  that  direction,  which  goes  to  the  heart  of  both  parts  of 
your  question,  can  be  found  in  the  1982  Surgeon  General's  Workshop  on  Children 
With  Handicaps  and  Their  Families.    This  unique  undertaking  brought  togetner 
experts  fron  govomnent,  the  medical  camuinity,  education,,  and  the  handicapped 
population  to  consider  what  is  Mready  being  done  as  well  as  v^at  needs  to  be 
done.    I  am  providing  you  with  a  copy  of  the  Workshop  report  so  tliat  you  may 
revi^  its  proceedings  and  conclusions. 

The  AtJmi  n  is  t  rat  ion's  policy  regarding  handicapped  infants  underscores  an 
iinpt^rtant  pt^int.    One  hMlirark  of  a  conpassionate,  civilized  society  is  the 
degree  to  which  it  defends  the  interests  of  its  weakest  members.    In  this 
respfjct,  we  have  heightened  scjciety's  awareness  of  the  vulnerability  of 
handicapfjed  infants  and  the  need  to  safeguard  their  tights  as  citizens.  At 
the  some  tinie,  it  has  stimulated  discussion  and  action  in  goverrinent  and  the 
private  sector  toward  the  goal  of  assuring  that  handicaK^ed  citizens  will  not 
be  discriminated  against  on  the  basis  of  handicap  and  that  their  special  needs 
will  bo  addressed. 
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Senator  Dodd 

0.    What  assistanco  is  new  available  for  fanilies  of  handicapped  infants 
tnjm  the  private  sector? 

A.    There  are,  and  have  been  for  some  tire,  a  variety  of  voluntary  service 
latjencies  arKl  private  foundations  whicJi  serve  the  handicapped  with 
rehabilitation,  educational  opportunities,  and  assistance  for  medical  care  and 
tredt3i».»nt.    Those  include  such  faniliar  organizations  as  the  Baster  Seal 
Society,  tht?  March  ot  Dimes,  Spina  Bifida  Associatiofi  of  Ainerica,  the  Down's 
Syndrrme  Coryress,  the  National  Association  for  Retarded  Citizens,  the 
Unital  Cerebral  Palsy  Assiociation  of  America,  and  others. 

It  must       pointed  cut  that  wtule  these  agencies  and  foundations  fulfill  an 
important  role  and  are  indispensible  to  the  handicapped  population,  their 
services  are  tyot  always  unifotmly  available  in  all  parts  of  the  country.  The 
Anu»rican  people  have  consistently  demonstrated  their  canpa^sion,  generosity 
anr.}  support  through  their  voluntary  financial  backing  of  groups  dedicated  to 
helpimj  the  l-iandi capped.    As  my  testiinony  points  cut,  with  wider  awareness  of 
the  problems  facing  the  handicapped  and  their  fanilies,  I  believe  the  private 
sector's  resfx")nse  can  be  enhanced  in  helping  to  deal  with  those  problems. 

The  private  sector  continues  to  build  on  its  long-standing  record  of  generous 
support  tor  the  handicapped.    For  example,  the  Allstate  Insurance  Ccmpany, 
thrfxigh  its  "Helping  Hand"  project,  serves  as  a  clearinghouse  to  the 
hamlicapiied  tor  comirunity  agency  services.    Its  volunteers  work  with  deaf 
children  arxi  at  residential  care  facilities  for  the  mentally  handicapped. 
Ainffrican  Telepht^ne  {>  Telegraph  (AT&T)  maintains  the  'telephone  Pioneers" 
prujran,  which  prcTvides  canmunications  oquipront,  training  and  services  to  the 
deaf,  the  blind,  those  with  anhulatory  disabilities,  and  other  handicapped 
persons.    It  publishes  "Helping  the  Handicapped,"  a  resource  guide  to 
caiuTTunicat  ions  assistance  available  to  the  handicapped. 

Other  projects  include: 

o   The  c:or]x>rato  Angels  networV.,  based  in  Greenwich,  CT,  which  utilizes 
private  corporate  aircraft  to  transport  the  seriously  ill  at  no  charge 
to  receive  needed  medical  care, 

o    Civic  organizations  such  as  the  Benevolent  and  Protective  Order  of 
Klks,  wiiich  alone,  between  January  and  October  1982,  had  contributed 
$22  million  to  various  projects  benefitting  the  handicapped  plus  a 
comparable  amount  in  donated  time  and  labor, 

o   The  WOi^lward  f»  Lothrop  Carpany  of  Washington,  D,Q. ,  winch  is  a  leader 
in  employment  of  the  handicapped  and  spearheads  efforts  in  the 
National  Capital  Region  to  encourcige  other  businesses  to  hire  the 
handicapped. 

o  The  Miller  Brewing  Ccmpany,  which  helps  sponsor  recreational  oppor- 
tunities for  the  handicapped.    It  supports  the  Southeastern  Lite 
Profebsional  Invitational  Tennis  Tournanont,  whcse  proceeds  are  used  to 
t?Tiplny  and  rehabilitate  the  handicapped. 


^  i.  /  o 
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Of  course    there  Is  a  wide  ai-ray  of  other  projects  and  prograis  underwritten 

^ivate  InLlt^,  often  in  ^rtnership  with  state  and  f^"™"" 
v^luntlr^  so^ce^enoles.    These  examples  ^rely  serve  to  indicate  that  a 
s4n"ft«nt  a^unt  of  help  is  ,Tva liable  thraxih  the  private  sector. 

in  neca,>ber  19B2,  the  Department  sponsored  the  Surgeon  General' s  *rkstop  on 
ChildrenWlth  Ha^icaps  and  Their  Families.    The  results  of  that  «^shop 
inc  uS  r!^i^s  Of  th^  kinds  of  Private-sector  iniaat  ves^  in^a^  w 
help  the  handicapped,  highlights  9=™  of  *^^>«,'l"f i<^iLi«°  *J^^°'f^_!?„7: 
overca«.  in  renderirq  t«tter  serx-ice  «  the  handicapped,  and  specific 
reccmiendations  for  inprovements.    We  look  £o""^ "  t^Sd^ssi^^  the  issues 
partnership  between  the  private  sectcr  and  goveopent  in  addressirq  tne  issues 
coi.erorj  therein. 


.'77 
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April  15,  1983 


Dr.  Paul  Rainaey 
D«partin«nt  of  Religion 
Princ<aton  University 
613  Seventy-Nine  ;iall 
Princeton,  New  Jaraey  08544 

Dear  Dr.  Ramaey: 

Thank  you  for  tnklng  the  time  to  testify  before  the 
Subcomn^ttee  on  Family  and  Human  Services  on  April  6. 

I  believe  the  hearing  contributed  aubstantially  to  the 
debate  currently  surrounding  the  issxie  of  treating  handicapped 
infanta.    Your  testimony  was  valuable,  and  I  appreciate  your 
answers  to  questions  ashed  by  members  of  the  Subcoimnittee. 

I  will  be  happy  to  send  you  a  copy  of  the  hearing 
record  when  it  ia  printed.  This  procesa  usually  takes 
several  weeks. 

Againr  thank  you  for  your  time  and  assistance. 


Sincerely, 


JEREMIAH  DENTON 
United  States  Senator 


JADsdh 
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AMERICAN  LIFE  LOBBY  INC. 


April  5.  1983 


Honorable  >Lirgarct  Hccklui 
Sec  re  ta  ry 

Dsipartcicnt  of  flcalih  l>  Hvm.iii  Services  - 
200  Indt'pcjndencc  Ave,  S.  W. 
Wayhin^Con,  D    C.  2C201 

Dear  Mr;;.  He 

Due  '.o  ji  '  '  !  V  sloppy  and  inaccurate  incitial  investigation 
we  huiet>y  requ.  ,ru  re-npen  the  DHHS  Investigation  of  the  denial 

of  '.urgery  to  a  !..inr'.i».-  iimed  newborn,   then  at  Crawfur^!  Memorial  Hospital, 
K'jDinsDn,   Illinois,  tli.it.  was  suffering  from  Spina  Bifida  that  resulted 
t  r.tm  our  telegram  cumpLiiiit.  lo  U.  S.  DUIIS  and  the  U.S.  Department  of  Jus- 
t  Ice  on  Mav   I.;.  198J. 

Althuuj;h  this  li.uuli capped  newborn  w.is  ultimately  moved  from  Craw- 
ford Mi'uu)ri,il  Hospital  ami  received  the  necessary  surgery  and  is  alive 
ai^d  well  livin>^  with  adnpLi  'L'  parents,  it  is  cle.ir  from  the  status  report 
un  this' case  Lli.iL  1  rec^-ive-i  in  -i  letter,  dated  March  7»  1983,  from 
Nathan  Dick,  D»:puLy  Dir^-ci'M',  Office  of  Program  Operations,  Office  for 
Civil  Ki>]hLj,  that  your  Iiepartment  is  mi.ssln^;  many  essential  facts  and 
has  [jthers  sucli  as  thi.'  date  and  place  of  this  baby's  birth  wrong. 

I  enclose  two  sworn  documents  entitled  "Answer  to  Report  of  the  Of- 
lice  ot   Civil  Rights,  L'.  S.  Department  of  Health  and  Human  Services,  In- 
vest iga  l  ion  of  infantic  i  Je  at  Crawford  Me;nor  ia  L  Hosp  ita  1 ,  Robinson ,  II- 
linois"  and  *'Date  by  Date  Account  of  Effiu't  to  Save  The  Robinson  Baby" 
executed  by  Laura  Jean  Canning". 

Based  on  these  twu  documents  we  believe  that  there  is  a  sufficient 
amount  of   Inf oriria t ion  concerning  this  case*to  re-open  the  investigation 
to  determine  if   the  actitms  of  Crawford  Memorial  Hoi^pital  should  loose 
it's  eligibility  lor  federal   funds  under  Section  50A  of  the  Rehabilita- 
tion Act  of  I97J. 

1  specifically  call   lo  your  attention  the  statement  that  the  Adminis- 
trator of  Crawford  Memorial  Hospital   replied  to  the  statement  ..jmeone  had 
to  help  the  .baby  "Well,   its  not  going  to  be  me."  and  that  information  on 
Spina  Bifida  surgery  wat,  :,ent  to  the  hospital  administrator.  Combined 
with  the  fact  that  when  t  r.miif  erred  from  Crawford  Memorial  Hospital,  the 
baby's  wound  had  developed  an  infection  from  lack  of  surgical  closure  (pre- 
viously scheilu led  ai}d  cancc  1  led  against  medical  advice). 


-1- 


for  God.  for  Life,  for  the  F.injily.  for  the  Nation" 
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After  ro.uUn>^  these  Lwo  ;sworn  uicumeius  ii  Is  Impossible  to  sustain 
the  rouLine  finding  of  \\nir  Office  fv.r  (jivll  Kl|.',liL:i  that  "There  Is  insuf- 
ficient '-vlilonce  -  or  OCR  lo  conclude  that  there  w<is  a  violation"  of  Sec- 
tion 50h.".     The  fai*ts  as  ouLlined  In  Lliese  two  sworn  documents  Indicate 
that  the  DHHS  investigation  was  oxceedinRly  sloppy.     A  re-openinp,  of  this 
case  and  a  thorough  an»i  viy'.oro\is  investigation  into  all  the  f^icts  is 


merit 


Sincere ly » 


(^ary  u.  Curran 
LeglMative  Consultant 
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STATE  OF  OKLAJJOMA  ) 
COUNTY  OF  OKLAHOMA  ) 

ACKNOvrLEGKnE:rr 

BE   IT  KNOWN  BY  THESE  PRESENTS,   that  on  the  2  9th  day 
of  March/   1983,  before  me  a  Notary  Public  of  this  State,  person- 
ally appeared,  Laura  Jean  Canning,   to  me  knovm  to  be  the  identi- 
cal person  described  in  and  who  executed  the  within  and  foregoino  , 
, "Answer  to  Report  of  tKio  Office  of  Civil  Rights,   U.S.  Dep-^rtmeat 
of  Health  and  Human  Services,    Investigation  of  Infanticide  at  CHAW- 
FORD  MEMORIAL  HOSPITAL,   P.obinson,  Illinois"  and  acknov'l edged  to 
me  that  r.ho  t?x(?ciitc«d  the  r.ame  as  her  free  and  voluntary  act  and 
deed  for   the  u  ses  and  pu  r poses  there  in  set  forth . 

In  Witness  Whereof,   I  have^  hereunto  set  my  official 
signature  and  affixed  my  notarial  Koal   the  day  and  year  first  above 
written. 


isi 
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An  Answer  to  Report  of  ttie  Office  of  Civil  Rights,  U.S.  Department  of 
Health  and  Human  Services'  Investigation  of  Infanticide  at 
CRAWFORD  MEMORIAL  HOSPITAL,  ROBINSON,  ILL.,  (See  copy 
of  Report  Attached) 


A  LINE-BY-LINE  REPLY  BY  LAURA  CANNING,  WHO  FILEO  THE  ORIGINAL 
COMPLAINT 


Under  "Allegation" 

The  allegation  states  that  the  complaint  was  received  May  14.    This  may  have 
been  the  date  the  written  complaint  was  received,  but  the  actual  complaint 
was  transmitted  by  me,  Laura  Canning,  to  Susan  Shalhoub  of  the  Office  of  Civil 
Rights  (OCR)  in  Washington,  between  May  7  and  May  10.    Susan  said  she  would 
have  Tom  Janzer  of  the  Regional  Office  covering  Robinson,  111.  call  me.  (That 
region  is  covered  by  the  Chicago  Office).    Tom  said  he  needed  a  written  report 
before  he  could  act.    I  noticed  that  when  I  reported  the  incident  in  Tulsa, 
Oklahoma,  the  Regional  Director  in  Dallas  sent  out  an  investigator  irrmediately 
and  did  not  require  a  written  report.    There  was  time  wasted  in  the  Robinson 
incident  that  could  have  been  saved  had  OCR  responded  as  it  did  in  Dallas. 

1.    The  Office  for  Civil  Rights  (OCR)  reports  that  the  original  allegation 

was  that  Crawford  Memorial  Hospital  "failed  to  perform  necessary  surgery." 
That  was  not  the  charge.    Crawford  Memorial  Hospital  could  not  possibly 
have  performed  the  surgery.    They  are  ill-equipped  to  do  so.    They  have  no 
facility  for  this  type  of  sensitive  surgery.    Crawford  Memorial  is  a  107- 
bed  hospital  which,  at  the  most  has  "two  pediatric  patients  at  a  time" 
in  residence,  according  to  a  report  I  had  from  a  minister  in  Robinson, 
Illinois  who  frequents  the  hospital.    So,  the  actual  allegation  was  that 
Crawford  was  ill-equipped  to  help  the  child  so  it  should  see  that  the 
baby  was  moved. 


Under  '*Investiqative  Findings" 

1.    Baby's  birthday  was  April  25,  1982.    The  baby  was  not  born  at  St.  John's 
Hospital,  but  at  small  town  Lawrenceville,  111.  hospital,  in  Lawrence 
County,  neighbor  to  Crawford  County  (where  the  baby  ended  up  after  his 
trip  to  St.  John's  Hospital  in  Springfield,  Illinois),  which  hai  an 
excellent  perinatal  department.    Lawrenceville  is  about  a  10  or  20  minute 
car  ride  from  Robinson,  111.    The  hospital,  I  believe,  is  on  a  par  with 
Crawford  Memorial  in  Robinson,  as  far  as  number  of  beds  and  medical  capabil- 
ities.   Apparently,  the  Lawrenceville  hospital  saw  its  duty  clearly, 
since  they  had  the  baby  transferred  to  an  excellent  hospital,  ft.  John's 
In  Springfield,  ifrmediately  after  birth  when  his  condition  was  recognized. 
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Under  "Investigative  Findings",  Continued 

3.  Thj  OCR  states  that  there  was  "no  evidence  to  support  that  the  reconmenda- 
tion  for  surgery,  during  the  infant's  hospitalization  at  Crawford  Memorial 
Hospital  required  emergency  procedures".    The  fact:  then  why  was  the  bdby 
transferred  from  St.  John's  where  he  was  scheduled  for  surgery  to  « 
hospital  ill-equipped  to  do  so.    Also.  I  sent  the  administrator  an 
article  on  Dr.  David  McLone.  of  Children's  Memorial  Hospital,  head  of  the 
National  Center  for  Spina  Bifida.    The  article  states  clearly  that  he 
operates  on  "every  child  with  myelomeningocele  (spina  bifida)"  right 
away.    Crawford  had  an  obligation  to  find  out  about  dangers  in  not  Immed-^ 
lately  closing  the  baby's  back.    I,  as  a  lay  person  learned  that  time  1s 
important.    The  spinal  fluid  could  leak,  the  longer  treatment  is  post- 
poned, causing  meningitis,  infection  of  the  brain,  hydrocephalus,  in- 
fection of  the  bdCk  (ma»;ing  closing  more  difficult)  and  possibly  mental 
retardation.    It  would  seem  a  simple  duty  of  a  hospital  to  make  it  their 
business  to  do  somr  investigating  about  this  illness.    Surely.  I  gave 
administrator,  Carlton  King,  enough  information  to  make  him  act  when  I 
phoned  him. 

Dr.  McLone  told  me  that  if  non-treated  surgidl  :y  ;'6Q%  of  these  kids  die; 
the  other  40-  live  anyway  and  are  a  real  mess  ds  a  result." 

4.  !t  wcis  not  the  "parents",  as  the  OCR  report  states,  but  the  baby's  father 
who  made  the  decision  to  move  the  baby  from  St.  John's  against  medical 
advice.    As  I  later  learned,  the  mother  was  quite  emotional  and  did  not 
want  the  baby  moved.    Divisions  in  the  family  were  occurring. 

6     The  OCR  states  that  the  parents  were  "counselled  regarding  the  pros  ana  cons 
of  surgery  to  enable  them  to  make  An  informed  decision."  and  that  there  was 
some  indication  that  the  risk^^of  surgery  was  greater  during  the  earlier 
hospitalization  at  St.  John's". 

My  response:    Even  if  the  baby  needed  to  wait  a  few  days  before  surgery  to 
gain  strength,  why  was  he  moved,  and  why,  when  it  was  clear  that  he  had 
gained  strength,  did  it  take  more  than  3  weeks  for  IDCFS  to  act  in  getting 
him  the  necessary  surgery,      McLone  states  in  the  enclosed  Chicago 
Tribune  article  (May  2,  1982) 

"Spina  bifida  is  a  disease  of  the  spinal  cord  which  causes  paralysis, 
urinary  and  bowel  problems,  and  often  hydrocephalus,  an  accumulation 
of  fluid  in  the  cerebral  ventricles  that  causes  enlargement  of  the 
skull  and  compression  of  the  brain.     If  there  is  mental  retardation, 
it  is  a  result  of  infection  of  the  brain"  (if  the  fluid  leaks  because 
back  not  closed).  "But  if  the  hydrocepnal us  ^s  treated  earlj^,  you 
would  predict  normal  intelligence  or  the  intelligence  of  the  family 
that  the  baby  was  born  into".  \ 
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Under  "Investigative  Tinoings",  Continued 

'7.    The  OCP  report  states  that  "medical  records  and  medical  authorities  agree 
that  the  baby's  condition  improved  during  the  stay  at  Crawford  Memorial 
Hospital"  but  that  the  recommendation  for  "non-emergent"  surgery  remained 
in  effect. 

My  a.iswer:    Ihen  why  was  the  baby's  back  infected  when  Dr.  McLone  received  - 
him  at  Children's  MciTiorial  Hospital  in  Chicago.    It  took  10  days  to  con- 
stantly wash  the  back  when  the  baby  arrived  at  Children's  before  surgery 
could  be  done.    Also,  the  baby  did  later  develop  hydrocephalus,  and 
Dr.  McLone  had  to  put  a  shunt  in  to  drain  the  spinal  fluid  through  his 
stomach.    Although  the  cause  for  the  hydrocephalus  would  be  hard  to  prove, 
one  qupstion  does  come  to  my  mind  and  that  is,  whether  the  delay  in 
surgery  caused  the  ccnipl ication  of  hydrocephalus, 

OCR  states  that  the  treatment  was  within  the  bounds  of  "reasonable 
*  dU  'l  j-.idgment"  and  does  not  reflect  the  withholding  of  life-sustaining 
'\^f^f^'i  based  on  handicap. 

My  '3Msy.\.r:    When  I  called  Crawf o;  d  Memorial  Hospital  on  May  6,  and  spoke 
with  Administrator,  Cc^rlton  King,  I  told  him  that  soroeone  had  to  help  the 
ju'jy;  lie  replied,  "Well,  it's  not  going  to  Je  Tiie." 

Aftc  feciorfll  intervention.  Dr.  Davi'J  McLone  was  called  into  the  case.  He 
flGv/  to  Robinson,  111.  and  saw  the  baby,  and  spoke  with  tiie  parents.  He 
{>hored  me  and  said,  "Laure,  this  is  not  for  the  press,  but  they  (the 
parents )  wanted  him  dead.    They  d'd  not  v.\it:C  to  raise  a  handicapped  baby." 

My  reoly:    If  60i  of  these  children  dir  as  a  result  of  non-treafnent,  then 
how  is  this  not  a  clear  violation  of  the  handicapped  child's  right  to 
504*s  guarr^ntee  of  1  ife-sustarnin^  trt-atment.    You  can  feed  and  diaper  and 
hold  a  oaby,  hut  if  he  needs  surgery,  and  you  deny  it  you  are  killing  him. 
0?:cens:bly,  everything  looked  like  it  was  in  order       nursing  care  and  a 
clean  bat/,  gaining  weight  -  but  the  hospital  and  IDCFS  did  not  take  custody 
nor  enter  a  petition  for  neglect  with  the  state's  attorney's  office  for 
surgery.    The  baby  was  not  givon  proper  care,  "medically  necnssary  care", 
until  the  parents  relinquished  custody.    The  parents  were  politically 
powtrvul  and  I  later  'i^arned  had  contracts  with  the  State  of  Illinois  for 
aspnalting  the  state  hichways.    Not  i'  the  way  of  rumor-mcnt^ering,  but  in 
hopes  of  giving  a  rational  explanation  for  state  delay,  I  offer  this  fact, 
besides  the  fact  that  there  was  a  real  lack  of  knowledge  about  spina 
bifida  on  the  state  and  ^cspital's  part,  a  culpable  ignorance  I  might  add, 
since  Infonnation  is  sc  readi'ty  available  and  since  DCFS  had  dealt  with 
other  spina  bifida  c  -ji-s  and  should  have  Ua^  information  they  needed.  One 
i^rivocdcy  group  re'"  >'^ng  state  funds,  IDDAA  {Illinois  Developmental  Dis- 
ability Advocacy  /    horiry)  1  later  learned  battled  for  a  spina  bifida 
child's  care.    The  . -rnily  was  ordered  to  get  him  the  care  he  needed,  were  so 
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Under  "Investigative  Findincjs^'',  Continued 
8. ,  Continu»}d  , 

angry  about  it  that  they  wrote  to  every  s*t*-le  legislator.  lOOAA  was  dis- 
solved and  lost  all  its  funds. 

The  Handicapped  Advocacy  Commission  for  the  st.it     nov,  Gudirdiflnship  and 
Advocacy  Cofunission.  which  receiver  federal  and  state  funds,  had  been 
fiqhtinq  for  the  Robinson  baby.    That  is",  un^.H  the  Governor's  office 
ordered  them  out  of  it.    This  cculd  have  been  piain.old  executive  fiat 
that  proved  to  be  politically  advantageous  since  he  V'anted  to  protect 
IDCFS  from  a;:y  neglect  that  miyht  be  unccverod. 

I  hav.^  since  learned  from  the  State  of  Illinois  Office  of  the  Budget  that 
the  Guardianship  Advocacy  Conmission  win  be  dissolved  as  of  July  1983. 


9.    Under  9,  of  the  OCR  investigation,  I  also  question  the  "promptness"  of 
the  Stale's  action.    My  information  shows  thai  IDCFS  was  alerted  by 
St.  John's  hospital.     It  was  not  unti^  May       .iccording  to  my  Information 
at  my  proinpting  that  *in  investigator  from   ICQ'  S  went  to  Crawford  Memorial 


"Rcascnable  medic?!  judijmer.t."  is  not  the  noint.    Rather,  the  facts  are 
what  are  importan*:    The  intant  needed  surgery,  was  shipped  to  a  place 
ill-equipped  to  do  it,  the  hcspital  co-operated  with  the  parents,  as  if 
the  child  was  th^ir  property,  c^ntrar.  -o  provisions  under  504,  and  con- 
trary to  medical  evidence.    Neither  l.v^  hospital  nor  the  state  entered  a 
petition  for  neglect  with  ths  State's  Attorney's  Office  despite  the  fact 
that  tine  was  im;>o:*Ldfit  in  hij  t.re£ument. 


10    "Crawford  County  State's      orney  discussed  the  situation  with  the  ICOFS 
investigator"  sind  says  the  CL"  repurt , determined  not  to  take  further 
action  against  the  parents  or  hospital  "until  the  situation  changed  . 

Hy  .fsponsp:    I  Ici'-nc-d  that  a  private  party  could  enter  a  petition  for 
neglect     I   -J^ovf  to  Crawford  to  Jo  that.    Crawford  County  State's 
Attorney.  Jo^  Anderson  was  not  at  the  office.    Judge  Hanby  Jones  contacted 
hin'  about  my  filing  a  petition  by  proxy.    He  said  no,  since  his  informa- 
tion was  from  ICDFS  and  they  found  "no  cause  of  neglect." 

I  ff-und  out  tha'c  Lawrence  County  State's  Attorney  (William  Strange)  also 
had  jurisdiction  to  take  in  a  Oftition  since  the  baby  was  born  in 
Lawren^pvi lie.    Oespite  m    acquainting  him  with  Or.  McLone's  work  and 
with  what  Dr.  C.  Everett  Konp.  Surgeon  General,  had  found  in  treating 
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Under  "Investigative  Findings",  Continued 
10.  Continued 

these  spina  bifida  children,  he  refu';c'd.    He  stated:  "Well,  Dr.  Bob 
says  the  fluid  is  already  leaking."    This  is  a  very  telling  statement. 

"Dr.  Bob"  is  Dr.  Robert  Salesman,  who  was  the  baby- s  doctor  while  he 
wai  at  Crawford  Memorial.    If  Salesman  thought  that,  it  was  all  the 
clearer  that  the  baby  should  have  been  moved  immediately.  Crawford 
Heniorial  Hospital,  recipient  of  federal  funds,  did  not  do  that. 
William  Strange  used  words  like  "vegetable"  regarding  the  baby  and  it 
was  clear  that  he  was  in  touch  with  Dr.  Salesman. 

^    They  did  not  want  the  family  to  have  to  keep  that  "vegetable"  and  that 
was  evident. 

When  the  State  of  Illinois  publicly  exonerated  itself  in  a  press  release, 
both  Dr.  Salesman  ajid  William  Strange  wanted  me  to  retract  all  state- 
ments.   Dr.  Salesman  wanted  a  public' apology. 

William  Strange  wanted  me  to  "put  in  writing"  that  "you  are  fo^jmally 
dropping  your  petition  for  neglect." 

Strange,  is  right,  especially  since  he  would  not  take  the  petition  in 

there  was  no  petition  to  drop,  and  stranger  still  since  the  baby  still 
was  not  in  the  safe  tuinds  of  Dr.  David  McLone. 

I  refused  to  comply. 
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DEPART  MINI  OMII  At  I  H  N  HUMAN  SERVICES    ,  OM.ce  oHh,  S*aeu.y 


U-  '  W*!.hinyion  D  C  20M1 


m    T  !  333 

Kr.  Gary  L»  Cut  r«i,i 
Legislative  Consultant 
AtBcrlcan  Life  Lobby  Inc. 
6  B  Library  Court .  S.E. 
Washington.  D.C.  200'j'i 

Dear  Kr.  Curran: 

On  March  2,  1S83,  we  notified  you  that  our  rt-p.ion.il  offices  had  been 
laforoed  of  your  request   for  a  copy  of  all  conplainrs  of  possible 
infant  Icldt:  received  by  onr  office. 

Enc  lobod  In  a  status  '  ^  on  all  1  r.ves  t  U'a  t  in'is  of  al  lef^ed  vlo  l«it  Ions 

of  Section  504  of   t  hf  );■  li.ihi  1  ttntlon  Act  (»i   1971.  relating  to  health 
Care  for  hamllcapjHid  ii.f.iots,  conducted  by  t  ttt.*  office  for  Civil  Rights, 

P  leiiGf  \k>  nsfiured  oi  .,i.r   r. :  r  .iti>;  comal  tnriil    to  v  i  r.ir  (fus  enf  orcerwnt  of 
Section  SUi  ,1b   It   rtl.it  is   lu  hi'alth  cari'  lot  h.md  j  r  .Tppt-d  Infants. 

Thank  you  for  contiirtj",    u'   i-onrtTnliu',  t  lii ;.  r-an-r. 


il.tM  li.  iJick 
;)([itity  Director 
oiiiLi-  of  Program  Operationf 
'M  I  I  CL-   J  or  Civil   Right  s 


Enc  lo:;ure 


is? 


181 


CRA'^'HiK:^  KKMORIAL  HOSPIT/U. 
P.oblTibon,  Illinois 


_A3  ■  *gflt  1  on 

Oj\  May  14\  1982,  the  Office  for  Civil  Rights  (OCR)  received  a  coniplalnt  from 
an  advocacy  group  official  who,  respondlnR  to  an  HnonyDous  call .  alleged 
that : 


1,  Crawford  Mcaorlal  Hospital  (at  the  parpnts'   reotiest)  failed 
to  porforn  necessary  Burgery  on  an  Infant  horn  with 
tayeloDc          rele  (spln.i  bifida); 

2,  The  parciii  I.  d  lu  not  wnnt  the  child  to  live;  and 


3.     The  hospital  w.^s  perrittinf:  death  to  occur. 


Invest Ipat Ive  Resronse 

On  May  15»  19fi2   (through  y.ay   2?,   1982),  an  OCR  1  |ivp «;  t  Ir  a  tor  conducted 
onslCe  Investigation.     The  I  nvt'S :  I  ca  tor  Interviewed  all   pertinent  hospital 
officials  and  personnel  at   tlic  Illinois  DepartDent  of  C^.Ildren  and  Far.Ily 
Service*  (IDCFS)  who  had  conducted  an  1 nves 1 1 ga t 1  on  Into  this  case. 


Investigative  Flndlnps 


The  Investigation  revealed  that; 


1.  Baby  Doe  was  born  on  April   30,   1982,  at   St.  John's 
Hospital  In  Sprlnrfleld,   lllInolE,     The  h  iby  vas 
trans  f erred  to  Crawford  Memorial  Hospl tal  on 

May  1,  1982. 

2.  Baby  Doe  was   Initially  diagnosed  as  havinr  rIl,T 
Byelocienl ngocele  (spina  bifida), 

3.  There  Is  no  evidence  which  would  support   tliat  the 
rv'ccxaaendation  for  surgery,  during  the  Infant's 
hjspitallzatlon  at  Crawford  Menorlal  Hospital, 
lequlred  energency  procedures. 

A.    The  parents^  Independently,  cade  the  decision  to  renove 
the  baby  froa  St.  John's  Hospital  ag,;)InBt  nedlral  advice^ 
and  had  the  baby  transferred  to  Crawford  Memorial 
Hospital.     St.  John's  Hospital  reccnnended  and  was 
prepared  to  perforc  surgery  on  the  baby. 
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Crawford  Meaoriil  Hoipltil 

5.  St.  John'i  Hoipltil  dUchirged  the  baby  apalnst  nrdlcol 
advlct.     IDCTS'  May  11.  1982.  "UnuSiuil  Incident  Report" 
reflect*  »tateaenta  tbat  two  St.  John's  phyBlclans 
concurred  that  It  was  the  parenta'  choice  to  decline 
aurgery  and  that  they  did  not  feel  the  parents  were 
medically  neglecting  the  child. 

6.  Medical  recorda  and  allied  docunents  clearly  that 
the  parenta  were  counselled  regarding  the  pros  and 
cona  of  aurgery  to  enable  them  to  oaVe  an  Inforreed 
declalon.    There  was  sone  Indication  that  the  rIsV.  of 
aurgery  w»a  greater  during  the  earlier  hospl t al Iiat Ion 
at  St.  John'a  Hospital. 

7.  Medical  records  and  nodical  authorities  arrce  that  the 
baby'a  condition  Irprovrd  during  the  stav  at  Crawford 
Memorial  Hospital  though  the  recowmendat Ion  for  surgery 
(noneoergent )  remained  In  effect. 

B.     Uie  trcdtoent  provldi-ii  v^s  t-lthin  the  bounds  of  reasonable 
tnedlcal  Jud^-ment  and  does  not   reflect  a  d  1  sr  r  In  i  na  r  o  r>' 
withholding  of  life  Fi-«^tainlng  treatnPM:  on  tbe  basis  of  . 
handicap. 

9,     IDCrS  conducted  n  rro--t   I  nve  s  t  i  pa  i  I  on  of   ihU  Infant's 
aituatlon  and  dctemlnrd  ihere  were  no  ^irounds  for 
fillnc  a  petltJon  of  nf;»!ect  and  abuse  with  the  Crawford 
County  State's  Attornrv.     On  this  basis,   IDCfS  did  not 
take  custody  of  the  hahy  until   thf   p.irrntfi  voluntarily 
relinquished  their  parental  rights  to  lliCFS. 

10.     The  Crawford  Counry  State's  Attorney  discussed  the 

situation  x-ith  the  IPCFS  Investigator  and  determined 
that  he  had  no  basts  for  taking  any  further  action 
against  the  pirents  or  the  Crawford  Mcnorlal  Hospital 
unless  the  situation  changed. 

Con elusion 


Baaed  on  the  investigative  findings,  there  is  Insufficient  evidence  for 
to  conclude  that  there  was  a  violation  of  Section  SDi. 


\ 
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STATE  OF  OKIJUKjMA 


COUNTY  OF  OKLAHOMA  ) 

ACKNOWLEGEMKNT 

EE  IT  KNOWTJ  BY  THESE  PRESENTS,  that  on  the  29th  day 
of  March,  1983,  before  me  a  Notary  Public  of  this  State,  person- 
ally appeared,  Laura  Jean  Canning,  to  mo  known  to  be  the  identi- 
cal person  described  in  and  who  executed  the  within  and  foregoing, 
"Date  by  Date  Account  of  Effort  to  Save  the  Robinson  Baby",  and 
acknowledged  to  me  that  she  executed  the  same  as  her  free  and 
voluntary  act  and  deed  for  the  uses  and  purposes  therein  set  forth. 


signature  and  affixed  n\y  notarial  seal  the  day  and  year  first  above 
vnritten. 


In  Witness  Whereof,  I  have  hereunto  set  my  official 


My  Commission  Hxpires : 


Notaify'  PubL 
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OAu  Pr  UATt  ACLuira  or  the  effort to_  save  the  "ROBinson  baby" 

April  25  -     Baby  born  in  Lawt encevi 1 le ,  Illinois. 

May  3  -         While  in  Sprinnfield.  I  learn  about  baby  from  pro-lifer,  Pat  Rudolph 
—     from  Decatur.    I  ask  her  to  find  out  what  she  can. 

IHay  5  -         Pat  Rudolph  tells  me  story: 

Anonymous  call  from  nurse  at  St.  John's  Hospital  in  Springfield.  Ill  . 
rPDorts  there  is  a  baby  with  milomydomeningocele  (spina  bifida}  who  was 
scheduled  for  surgery  to  have  his  back  closed.    Father  calls  of^^^^rgery. 
has  baby  noved  to  Cr;»wford  Memorial  Hospital  in  Crawford  County  (101  beds, 
no  pediatric  facili". .  or  provision  for  this  type  of  surgory).  Nurse 
describes  family  as  "poMtically  powerful." 

Hay  5  -         I  call  Dr.  Greg  White  of  River  Forest.  Illinois.    He  says  baby  needs 
innediate  medical  treatment  -  tells  me  about  dangers  if  surgery  not  given  - 
infection  of  the  brain,  paralysis,  hydrocephalus  -  baby  is  already  10  days 
old  -  he  says  meningitis  is  "almost  inevitable  " 

5  .         I  call  Crawford  Memorial  Hospital  Administrator.  Carlton  King.    He  says 
he  cannot  "affirm  or  deny"  whether  baby  is  there.    He  keeps  saying  he  cannot 
"violate  the  confidentiality"  of  the  parents.    I  say.    Well,  someone  has 
to  defend  this  baby."    His  reply:  "Well,  it's  not  going  to  be  me.      I  later 
sent  him  an  article  on  Or.  David  McLone  (May  2.  1982)  Choo.  Tribune,  a 
surgeon  working  to  '.Jve  spina  bifida  children.    Article  discusses  miracles 
dene  with  spina  bifida  children. 

I  call  DCFS  in  Olney  (area  for  Crawford  County).  A  Mrs.  King  says  when  I 
report  the  baby.  "We  know  ^11  about  it."  When  pressed  further  she  tells 
me  to  call  a  child  abuse  hotTine  in  Carbondale.  Illinois. 

I  call.    They  act  like  they  know  nothing  about  the  case. 

I  call  Dennis  Hcran.    He  says  contact  Tom  Marzen  at  Americans  United  for 
Life  Legal  Defense  Fund  and  ask  him  to  check  into  the  Rehabilitation  Act 
of  1973;  Section  50^.    He  says  to  call  spina  bifida  association.  Hr.  Kent 
Smith,  Chicago. 

Tom  Marzen  says  they  tried  to  save  Bloomington  baby  with  504    but  court 
system  moves  so  slowly  baby  was  dead!    Tom  and  I  agree  to  make  it  £ubl1c  - 
to  hold  more  har    from  being  done  until  we  can  help  baby.    He  says 
contact  downstate  paptrs  and  press. 

I  call    Terra  Mjute  ZUr,  Decatur  Daily  Review.  Springfield  State  Journal 
ReqisterTTKT  TTerra  Haute 
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Mj*^"  j>.  Continued 

I  call  Hyde's  office.  Helms'  office,  Mr.      nweiker's  office,  Alan  Dixon's 
office. 

Ann  Belanger  and  I  call  state  politicians  -in  the  Robinson,  lilinoi;  area.  ■ 
I  alert  spina  bifida,  Mr.  Kent  Smith. 

MaXj.  -         Hilna  Hawkins  at  800  number  child  abuse  hotline  number  and  1  talk 
I  report  possible  abuse/neglect  of  RcbinsonViby.    She  said  she  would 
fill  On   -eport  and  send  out  investigator  saW  day.    Says  she  hadn't 
heard  <».    tt  it  before.  ' 

Ann  Bel",;  ,er  contacts  Crawford  State  Attorney's  office  (Jon  Anderson) 
MarciA      ters  is  the  secretary. 

A  rhHorter  frOm  Terra  Haute  Sta-,  "Randy  Schapffer  calls.    Te'.is  me  a  pro-  ' 
ine  group  (111.  Fed.  for  Right  to  Life)  told  him  baby  will  "jo  taken  care 
^r.  just  ]n  a  'weak^'ned  condition".    They're  getting  him  re-*«1v  for  suroory  - 
1  don  t  Del ieve  him. 

K--:  i\  Trip  to  Robinsorj,  Pl.  Crawford  Men.orial  Hos'-it^!  * 

..dlk  through  the  halls  -  can't  find  where  babv  wou^rl  ; 
not  jm  the  flaterni  ty  Mnit. 

I  ■■•■f*  2  Special  Care  Units  -  Baby  possibly  in  one  o;  l^.-.  , 

Pn-       ■^•i  are  acting  scared.    Per  phone  conversritioi  with        i  u--  ■ 

wu,  •         fhe  hospital.  "How  would  you  like  to  be  ?  'vegetat.  ■■'  \ 

Hter.   .     -et  will  take  in  a  petition  for  neglect  to  the  State'-,  .  5 

ofticu.    Lawyers  had  advised  me  it  had  to  be  local  people.  Evervon,. 

saying  it  would  be  "extraordinary  means"  to  treat  tn^s  baby  -  I  still 

don't  know  with  certitude  the  baby's  condition. 

Mav_9  -  Mothers'  Day  -  I  see  an  article  in  CHGO  TRira_E  on  Dr.  David  McLon-'^ 

(Children  s  Memorial  Hn-:pital  in  ChTca"go)V  ai.d  miracle-.,  he  has  done  with 
spina  bifida  children.     I  learn  they  are  operated  or.  a  day  or  two  after 
birth  .    Time  is  ticking  by.     

May  10  -        I  call  Dr.  McLune.    He  says.  "I  n»?ec;  to  see  the  .!:i"id,  and  I  will  if 
they  call  me.     I  Cdnnot  call  them"    He  suys  he  operet'  -:  '>.n  every  child  with 
nyclomeningocele.    Usually  the  child  n'^eds  surgery  ar.rj  dot's"weTT  if  he 
receives  surgery.    He  said  he  would  have  to  "move  fa-.f  when  I  tell  him 
how  old  the  baby  is  becrtuse  'the  back  is  probably  already  irfLCted"  and 
"we  d  have  to  cle:in  up  the  back  before- cou^d  do  the  surgery." 

I  begin  getting  Dr.  McLone's  name  Out  to  everyone  concerned  Wit*-  baby.  I 
cannot  get  in  touch  with  baby's  parents.     I  still  don't  knew  their  names. 
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Hay  10  ?  -     Susan  Shalhoub  from  Mr.  Schweiker's  office  calls  back.    She  tells  me 
that  per  my  phone  call  to  her  she  is  having  Tom  Janzer  of  the  Regional 
Office  of  Health  and  Human  Services  in  Chicago  call  me  for  a  report  of  my 
complaint  on  a  violation  of  the  baby's  civil  rights.    Mr.  Janzer  says  he 
will  send  me  a  complaint  form  which  he  does.    I  charge  the  hospital  in 
Robinson,  111.,  (Crawford  Memorial  Hospital)  with  neglect. 

May  U  -        Someone  calls  with  family's  name!    I  learn  it  doesn't  have  to  be  a 

local  person.    In  order  to  enter  my  own  petition  for  neglect,  I  -iecide  to 
go  to  Robinson  tomorrow. 

Jeff  Plesko  (via  call  from  SPINA  BIFIDA  is  in  the  fight  now).    He  is  with  • 
a  state  agency  called,  the  Guardianship  Advocacy  CofTiuission.    He  is  an 
attorney  and  he  is  fighting  like  this  is  his  own  baby's  life.    His  ?  / 
is  supposed  to  enforce  and  protect  handicapped  laws  for  the  State  f 
Illinois.    Jeff  tells  me  he  has  never  defended  a  baby  yet,  only  adults 
thus  far. 

May  13  and  May  14  -  I  go  to  Robinson,  Illinois  with  Greg  Morrow.    First  of  all  I 
want  to  try  to  talk  with  family  of  baby.    If  they  will  listen  there  is  no 
need  for  my  petition.    They  can  take  their  baby  to  Dr.  David  McLone  and 
have  his  back  fixed.    1  have  parents'  names,  and  grandparents'  name  and 
address.  < 

Post  Script  for  May  11:    Nurse  who  saw  baby  when  he  was  born  in  Lawrenceville  said, 
"nSony,  have  you  seen  that  baby.    They  ought  to  let  him  die." 

\  Grandmother  opens  the  door  slightly  -  is  not  hostile.    Greg  and  I  begin  to 

tell  her  about  the  baby's  need  for  surgery,  about  Dr.  McLone,  about 
Chicago's  being  the  national  center  for  the  treatment  of  spina  bifid*:  I 
asked  her  if  she  would  take  an  article  about  a  program  at  Loyola  Hospital 
in  Chicago,  which  was  begun  to  help  spina  bifida  parents.    She  said  no,  but 
that  she  would  taKe  the  phone  number.    I  tore  that  off  the  bottom  of  the 
article.    A  younger  woman  then  came  to  the  door  and  said,  "We  don't  have  to 
talk  to  you;  we've  said  everything  we  want  to  say."    And  that  was  the  end 
of  the  conmunication. 

There  was  no  other  recourse:    A  petition  for  neglect  had  to  be  filed.  Jon 
Anderson  of  Crawford  County  seemed  to  be  the  likely  state's  attorney  since 
the  baby  was  residing  in  a  hospital  in  his  county.    He  couldn't  be 
reached,  so  I  called  the  Judge  -  Hanby" Jones,  to  ask  if  he  would  appoint  a 
proxy  state's  attorney  in  Anderson's  absence  to  take  in  the  petition.  But 
then  he  reached  Anderson  who  said  he  would  not  take  it  since  he  got  his 
information  from  DCFS.    We  also  tried  Lawrence  County,  Bill  Strange.  He^ 
would  npt  take  in  a  petition  either.    He  slipped  at  one  point  and  said,  "Well, 
Dr.  Bob  said  the  fluid  was  already  leaking."    We  had  told  him  about  the 
article  fron  Dr.  McLone,  what  doctors  had  said,  played  part  of  a  tape  on 
Infanticide  by  Dr.  Koop,    Nothing  would  convince  him.    We  left  for  Chicago 
not  knowing  what  the  next  move  would  be.    I  called  Jeff  Plesko.    He  started 
to  talk  like  the  rest  of  them.  "Well  you  know,  we  have  to  think  of  optimal 
life". 
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Mgy  14,  P.M.  -  When  I  walked  in  the  door,  I  had  message  to  call  the  Deputy  Assistant 
Attorney  General  for  the  federal  government's  Justice  Department.  American 
Life  Lobby  had  heard  about  our  baby  and  contacted  the  Justice  Department 
and  HHS. 

The  gentleman  from  Justice  said  that  they  were  preparing  a  federal  lawsuit 
against  Crawford  Memorial  and  against  DCFS.    Needless  to  say  I  was  thrilled. 
They  expected  to  go  to  federal  court  in  Illinois  on  Monday. 

''^^y  15  -        Tim  Cooke,  attorney  from  Justice,  calls.    I  learn  case  cdi\'t  be  brought 
in  yet  -  all  Illinois  federal  judges  are  at  a  meeting. 

I  tell  him  I'm  going  to  continue  with  my  own  strategy  (petition).    If  the 
feds  move,  great.    If  they  don't,  we  will  not  have  lost  any  tfme. 

Tom  Marzen  says  anj^  Illinois  attorney  can  take  in  a  petition  for  neglect. 
I  called  five  attorneys  in  Robinson.    They  all  said  "no".    One  said, 
"You're  not  going  to  find  a  lawyer  in  this  town  who  will  take  in  a  petition 
for  you."    I  began  calling  Chicago  attorneys.    They  said  they  didn'.t  have 
the  time  to  do  it  because  it  would  probably  involve  several  trips 'to 
Robinson. 

P'S-  -  Throughout  the  whole  battle,  the  downstate  media  was  calling  almost 
constantly.    I  do  believe  that  confining  the  use  of  the  media  to  the 
ininediate  area  was  effective.    If  national  media  had  gotten  in  too  soon  I 
believe*  it  would  have  worked  against  the  baby.    They  might  offer  sympathy, 
thus  giving  the  parents  support.    Whereas,  the  confinement  to  area  and  local 
media  enabled  the  question  to  be  a  "family"  one.    The  controversy  would 
keep  him  safe.    It  did. 

H^JLIP.  ■        ^  9ot  a  call  from  the  Justice  Department.  "Dr.  David  McLone  is  the  ' 
baby's  doctor.    There's  just  a  little  bit  of  paralysis  below  the  ankles. 
The  fluid  hasn't  leaked.    Or.  McLone  called  the  baby  'one  tough  baby.'** 
McLont.'  was  going  to  be  flown  in  on  a  state  plane,  but  at  the  last  minute 
the  parents  didn't  like  the  way  that  looked,  so  they  had  the  doctor  flown 
in  themselves. 

^ay  ^1  -        I  am  told,  though  I  never  saw  it  -  DCFS  sends  out  a  press  release  quot- 
ing McLone  saying  that  the  hospital  did  all  it  could.    Reporters  begin  to 
call,  asking  why  I  made  such  a  noise  about  the  issue  "since  the  baby's  all 
right." 

William  Strange,  state's  attorney  for  Lawrence  County,  calls  and  tells  me 
he  wants  me  to  "put  In  writing"  that  I  am  dropping  my  petition  for  neglect. 
Here's  a  man  who  wouldn't  even  consider  it  -  Now,  he  wants  it  in  writing 
that  I'm  dropping  it  to  exonerate  himself.    My  answer  is  no. 
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Hay  21  -  Continued 

Dr^Charles  Salesman,  doctor  from  Robinson,  111.  calls.    "I  want  an 
apology  from  you  to  me,  to  the  hospital,  to  the  staff,  etc.,  etc." 
"Why  should  I  apologize.    You  knew  that  baby  needed  surgery.^  Vou  were  un- 
equipped to  do  it»  but  you  endangered  him  anyway  at  the  request  of  the 
parents. " 

May  ?5  -        Dr.  McLone  calls  me.    "This  isn't  for  the  press,  Laura,  but  you  don't, 
apologize  to  anyone.    The  parents  wanted  the  baby  dead.    They  were  receiv- 
ing advice  from  medical  people  in  the  family.    They  didn't  wdnt  to  raise 
a  handicapped  infant.  60S  of  these  kids  die  from  lack  of  treatment.  The 
other  40%  live  anyway  and  are  a  mess  because  they  weren't  treated." 

May  27  -        Complete  surprise.    Natural  parents  release  biiby  to  111.  DCFS  for 
adoption. 


Surgery  must  wait.  Back  is  infected  and  has  to  be  cleaned  before  surge'  . 
can  be  done. 


I  call  Jeff  Plesko,    {Guardianship  Advocacy  Connission) .    He  tells  me  (now 
I  know  >''ny  he  was  reticent  when  I  called  him  from  Robinson,  Illinois)  that 
the  Gove  nor's  Office  called  him  and  told  hiiri  to  back  off  the  fight.  I 
earlTer  learned  from  Betty  Anthony  of  lOOAA.  another  advocacy  group  for  the 
state,  that  when  she  once  went  to  bat  for  a  spina  bifida  baby,  the  parents 
became  so  angry  that  they  wrote  to  every  state  legislator  about  IDDAA. 
Funds  were  almost  completely  cut  off  for  that  group. 

June  18  -      Article  CHICAGO  TRIBUNE  -  Baby  has  been  adopted! 

I  talk  to  Or.  McLone.    Surgery  was  successful,  back  almost  healed.    Baby  has 
normal  intelligcr-e.    Hp  should  be  walking  in  two  years.    Has  no  brain 
damage.    Oid  get  hydrocephalus.    Has  to  have  a  shunt  put  in  his  head,  but 
his  head  is  normal  size. 
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Tom  Janzer,  HHS.  Civil  Rit;ht<,  :;i vision  Regional  (.-'tict.  called  ne  before  baoy's 
surgery  to  ask  if  I  would  drop  the  complaint.  "Nuw  r.ha:  cverylhing  'i's  "being 
taken  care  of."    He  said  hr  \.d<i  a  lot  to  do  in  f\-it:isan,  Wisconsin,  ana  reports 
took  a  long  time  to  work  up.     I  said  that  I  wantnd  the  report.    As  we  currently 
stand,  I  am  waiting  for  a  copy  of  the  report  as  »t  v.ill  go  to  Mr.  Schv.'^i  ker '  s 
Office.   


3/23/83.  P. 5.  -  The  only  report  I  have  is  a  letter  from  Nathan  Dick  of  HHS's 
Civil  Rights  Division  (dated  September  29,  1902)  and  a  "Status  Report" 
on  all  investigations  of  complaints  on  violations  of  Section  504  directed 
to  Gary  Curran  of  American  Life  Lobby  (flarch  7,  1983)  from  Nathan  D.  Dick, 
Deputy  Director,  Office  of  Program  Operations,  Office  for  Civil  Rights. 
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WRITTEN  TESTIMONY 

SUBMITTED  TO  THE  SUBCOMKITTEE  ON 
FAMILY  AND  KjMAN  SERVICES 
COMMITTEE  ON  LABOR  AND  HUMAN  RESOURCES 
UNITED  STATES  SENATE 

ON 

REAUTHORIZATION  OF  THE  CHILD  ABUSE  PREVENTION 
AND  TREATMENT  AND  ADOPTION  REFORM  ACT: 
WITHHOLDING  OF  CARE'  FROM  HANDICAPPED 
INFANTS  IN  HOSPITALS 


By;      H,  Richard  Kasaon,  H.D, 
President 

Brlgham  and  Women's  Hospital 

75  Francis  Street 

Boston,  Massschusetts  02115 
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Testimony  on  Reauthorization  -  1 

I  am  the  President  of  the  Brlgham  and  Women's  Hospital,  which  Is 
a  720-bed  hospital  In  the  City  of  Boston.    It  Is  affiliated  with  Harvard 
Medical  School,  and  participates  In  the  regional  perinatal  center  known 
as  the  Joint  Program  In  Neonatology  with  Children's  Hospital  Medical 
Center  and  the  Beth  Israel  Hospital.    Brlgham  and  Women's  operates  a 
AO-bed  three-level  neonatal  Intensive  care  unit,  the  largest  ^.n  the 
Commonwealth  of  Massachusstta. 

I  am  writing  to  urge  that^"the  reauthorization  language  for  the 
Child  Abuse  Prevention  and  Treatment  and  Adoption  Reform  Act  of  1978 
not  include  language  that  would  eatabllsh  a  reporting  procedure  for 
any  Interested  person  to  report  to  appropriate  authoritlea  any  known  or 
quspected  Instance  of  the  denial  of  nutrition,  medically  indicated 
treatment,  general  care,  or  appropriate  social  aervices  to  infants  at 
risk  with  life-threatening  congenital  impairments.    Such  langiuige  la 
similar  in  Intent  to  the  recently  promulgated  interim  final  rule  issued 
by  the  Office  for  Civil  Rights  of  the  Department  of  Health  and  Human  Servicea 

The  interim  final  rule,  and  the  proposed  changea  in  the  Child  Abuse 
Act,  give  the  impression  that  the  current  system  is  resulting  in  the 
wrongful  death  of  many  children.    This  is  simply  not  the  case.  As 
Michael  F.  Epstein,  M.D.,  Associate  Chairman  of  our  hospital's  Department 
of  Newborn  Medicine  and  Director  of  our  Neonatal  Intensive  Care  Unit,  wrote 
mc  in  a  letter  of  March  7  which  I  have  transmitted  to  Secretary  Heckler, 
"(c) are  is  provided  to  newborns  in  neonatal  Intensive  care  units  auch 
as  the  one  at  Brlgham  and  Women  s  Hospital  ^y  a  team  of  health  professionals 
who  work  long  and  hard  to  preserve  life.    Surely  the  phenomenal  gains  made 
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n  reducing  neonatal  mortallcy  In  the  last  decade  support  the  concept 
:hat  life  is  held  primary  in  such  settings.    Decisions  to  withdraw  or 
;lthhold  support  from  critically  111  Infants  are  rarely  necessary  and 
/hen  made,  these  decisions  nearly  always  affect  the  timing  of  an 
Inevitable  death,  not  its  occurence," 

This  practice  Is  entirely  consistent  with  the  recommendations 
In  the  recent  report  of  the  President^  Conmlsslon  for  the  Study  of 
Ethical  Problems  In  Medicine  and  Biomedical  and  Behavioral  Research, 
ufhlch  we  support.    Further,  Dr.  C.  Everett  Koop,  Surgeon  General,  in  a 
recent  appearance  before  the  Senate  Subcommittee  on  Family  and  Human 
Services,  testified  that  "(s)ome  medical  problems  are  not  correctlble,  and 
some  handicapped  Inf&nts,  unfortunately,  face  Imminent  death;  for  such 
Infants,  we  do  not  Intend  to  fruitlessly  prolong  the  process  of  dying." 

In  contrast  to  the  decision  a  year  ago  In  Bloomlngton,  Indiana,  I 
am  confident  there  Is  general  agreement  that  a  hospital  should  not  deny 
nutrltlor  or  3lmt>le  corrective  surgery  to  otherwise  healthy  Infants  with 
Down's  syndrome.    As  the  President's  Commission  states,  both  ethics  and 
the  law  require  that  such  a  child  receive  such  care  because  he  or  she 
would  clearly  benefit  from  it. 

The  Interim  final  rule,  and  the  proposed  changes  In  the  Child  Abuse 
Act,  also  err  In  assuming  that  federal  or  state  Intervention  will  Improve 
the  decisions  made  on  whether  to  give  or  withhold  treatment  to  seriously 
ill  newborns.    The  President's  Commission,  the  courts,  and  medical  experts 
are  In  agreement  that  such  a  decision  should  be  made  by  a  child's  parents, 
as  advised  by  their  physician  and  other  health  care  professionals,  unless 
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Testlmop.y  of  Reauthorization  -  3 

thpy  are  clearly  acting  against  the  chlld*s  best  Interests.    In  fact,  the 
kind  of  collaborative  decision-making  that  takes  place  In  the  neonatal 
intensive  care  units  of  the  country*s  teaching  hospitals  serves  to  protect 
infants  fron  arbitrary  decisions — by  parents  or  professionals.  As 
Dr.  Epstein  snid  in  his  letter,  "(t)he  need  to  explain,  defend,  and  seek 
wide-based  support  for  a  plan  of  action,  whether  to  vigorously  utilize 
or  to  compassionately  withdr«-  :.ercic  means  of  life  support,  is  the 
best  guarantee  of  proper  and  ethical  conduct."    In  those  rare  cases 
when  parents  refuse  to  authorize  life-saving  treaOnent  for  their  infants, 
and  hospital  staff  thinV  it  is  warranted,  the  hospital  has  the  duty  to 
seek  an  order  in  Juvenile  Court  to  insure  that  treatment  1«  given,  ar.d 
docs  not  hesitate  to  do  so. 

Investigators  fromDHHS,    the  Justice  Department  or  state  child  protective 
agencies  who  are  not  trained  in  medicine  or  ethics  cannot  be  expected 
to  come  to  decisions  on  the  tr^iaCment  of  a  newborn  that  are  wiser  than  those 
of  the  child's  parents  in  conjunction  with  NICU  staff  who  devote  their 
professional  lives  to  such  matters.     It  is  counterproductive  to  imply, 
as  the  interim  final  rule  does,  that  they  can.    As  A. CM-  Campbell  wrote 
recently  "(a) dnittcdly ,  as  with  many  medical  decisions,  mach  depends  on 
trust  in  the  knowledge,  judgment,  and  integrity  of  the  doctors  and  parents 
in  putting  the  infant's  interests  above  their  ovm.    With  rare  exceptions  this 
trust  appears  to  be  justified."    ("Which  Infants  should  not  receive  intensive 
care?"    Archives,  of  Disease  in  Qiildhood,  1982,  57,569-571.) 
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refltlmony  on  Reauthorization  -  A 

The  interim  final  rule  and  the  proposed  changes  in  the  Child  Abuse 
\ct  are  regretrable  in  the  damage  they  do  to  DHHS'  rela.tionship  with  ^ 
hospitals.    Hospital  staff,  including  physicians  and  nurses,  cannot 
help  but  resent  the  atmosphere  of  suspicion  engendered  by  the  encouragement 
of  anonymous  tips  to  the  hotline,  midnight  visits,  instant  Justice 
Department  suits,  and  threats  of  the  cut-off  of  all  DHHS  funds, 
particularly  when  federal  intervention  appears  of  no  benefit. 

Finally,  the  impact  of  the  interim  final  rule  and  the  proposed 
changes  in  the  Child  Abuse  Act  on  the  new  parents  of  critically  111 
babius  cannot  be  a  constructive  one.    At  this  time  of  great  stress,  they 
need  support  and  compassion  and  access  to  the  best  nedical  advice, -not 
blatant  suggestions  on  well-displayed  signs  that  their  babies  may  not 
be  receiving  proper  medical  and  nutritional  care. 

In  summary,  I  believe  that  the  system  that  is  in  place  works  as  well 
as  is  humanly  possible.    Many  decisions  affecting  the  treatment  of  sick 
newborns  are  not  easy  and  never  will  be,  and  are  made  more  difficult  by 
the  enormous  strides  made  in  recent  years  by  the  new  science  of 
neonatology.    But  the  decision  makers  are  now  the  appropriate  ones: 
parents  and  the  health  care  team,  and  when  warranted,   the  state  courts. 
To  tamper  with  the  system  will  not  produce  better  medical  care,  or  more 


living  infants. 
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Senator  Dknton.  This  hearing  stands  adjourned. 
[Whereupon,  at  G:20  p.m.,  the  hearing  was  adjourned.]. 
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CHILD  ABUSE  PREVENTION  AND  TREATMENT 
AND  ADOPTION  REFORM  ACT  AMENDMENTS 
OF  1983 


U.S.  Senate, 
Subcommittee  on  Family  and  Human  Services, 

Committee  on  Labor  and  Human  Resources, 

Washington,  D.C. 
The  subcommittee  met,  pursuant  to  notice,  at  2:35  p.m.,  in  room 
SD-4:M),  Dirksen  Senate  Office  Building,  Senator  Jeremiah  Denton 
(chairman  of  the  subcommittee)  presiding. 
Present:  Senators  Denton  and  Grassley. 


Senator  Denton.  Good  aftenuoon,  this  hearing  will  come  to 
order. 

Unfortunately,  we  find  many  times  in  our  careers  here  m  the 
Senate  that  we  are  to  be  in  three  places  at  one  time.  I  just  left  a 
hotel,  a  very  large  meeting,  and  I  should  have  been  able  to  get  out 
of  there  at  1:30.  There  was  no  way  to  get  through  the  crowd.  I 
deeply  apologize  to  all  of  you  who  have  been  detained. 

I  am  also  still  bouting  with  the  flu,  so  if  my  voice  runs  out,  I 
have  a  capable  fill  in,  Senator  Grassley,  who  will  be  taking  over  as 
chairman. 

This  is  the  second  in  a  series  of  hearings  on  the  reauthorization 
of  the  Child  Abuse  Prevention  and  Treatment  and  Adoption 
Reform  Act,  which  is  the  Federal  program  assisting  States  in  com- 
bating child  abuse  and  neglect,  and  it  facilitates  the  adoption  of 
hard-to-place  youngsters.  We  will  focus  on  the  child  abuse  portions 
of  the  bill  this  afternoon  with  the  adoption  portion  on  Thursday. 

As  you  may  know,  last  Thursday,  Senator  Hatch  and  I  intro- 
duced S.  1003,  the  reauthorization  bill  for  the  Federal  child  abuse 
program.  Our  first  hearing  on  the  bill  concerned  itself  with  the 
issue  of  insuring  that  infants  born  with  treatable  defects  would  be 
provided  with  nutrition,  medically  indicated  treatment,  Sind  appro- 
priate general  care.     '  0 

The  hearing  today  will  focus  on  several  other  different  problems 
addressed  by  the  Federal  child  abuse  program. 

There  is  no  doubt  that  child  abuse  is  a  national  tragedy  and  that 
the  effects  of  child  abuse  linger  long  after  the  bruises  heal.  The  sta- 
tistics are  sobering.  The  vast  majority  of  felons  now  behind  bars  in 
American  jails  are  said  to  have  been  abused  as  children.  Children 
who  have  been  abused  are  more  likely  to  grow  up  into  child 
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abusers  themselves.  There  are  even  indications  that  girls  who  come 
from  child  abusing  families  are  more  likely  to  give  birth  as  teen- 
agers. Equally  distressing  are  the  statistics  indicating  that  only 
about  half  of  those  perpetrators  to  child  abuse  respond  to  remedies. 
The  other  half  continue  to  abuse  their  children.  This  strongly  sug- 
gests that  emphasis  should  be  placed  on  preventing  that  first  abu- 
sive act  and^n  breaking  the  child  abuse  cycle. 

Today  we  will  hear  a  number  of  witnesses  discuss  child  abuse,  its 
forms,  possible  causes,  remedies,  and  solutions.  Naturally,  they  will 
treat  child  abuse  as  a  separate  and  distinct  issue,  and  to  some 
degree,  I  suppose  it  is.  But  after  serving  as  subcommittee  chairman 
for  over  2  years  and  addressing  a  myriad  of  issues  involving  family 
and  human  services,  I  would  say  that  I  find  our  policies  to  date  are 
overly  addressing  symptoms  while  not  at  all  addressing  the  cause 
of  all  or  most  of  these  symptoms.  That  basic  cause  is  a  fundamen- 
tal crisis  in  the  values  traditional  to  our  society,  particularly  the 
values  of  love  and  of  respect  for  the  dignity  of  other  human  beings, 
and  of  the  institution  of  marriage. 

Tragically,  the-  brunt  of  this  crisis  is  being  borne  disproportion- 
ately by  those  most  innocent  and  vulnerable  members  of  our  soci- 
ety, our  children. 

The  hearing  this  subcommittee  is  holding  today  is  but  one  part  of 
a  larger  series  of  hearings  on  the  problems  created  by  the  disinte- 
gration of  the  family  unit.  I  am  afraid  that  resolving  this  problem 
of  child  abuse  or  the  overall  problem  will  require  far  more  than 
the  reauthorization  of  the  Federal  Child  Abuse  Prevention  Act.  But 
I  am  pleased  that  the  administration  has  in  fiscal  year  1983  made 
prevention  activities  a  top  priority  of  the  discretionary  portion  of 
the  program.  I  know,  too,  that  some  States,  including  my  own  State 
of  Alabama,  have  used  money  from  their  State  grants  for  preven- 
tion activities. 

Some  individuals  have  voiced  concern  that  the  program  with  its 
emphasis  on  reporting  suspected  incidences  of  child  abuse  has  on 
occasion  necessarily  intruded  into  situations  that  were  properly 
family  matters.  The  broad  definition  of  mental  alDuse  seems  to  be  a 
particular  concern,  and  we  will  ask  several  of  our  witnesses  to  ad- 
dress themselves  to  that  issue. 

We  will  also  hear  today  from  a  number  of  witnesses  who  are  in- 
volved in  the  identification,  prevention,  and  treatment  of  sexual 
abuse.  I  know  that  the  National  Center  for  Child  Abuse  and  Ne- 
glect has  made  sexual  abuse  another  focus  of  the  program's  discre- 
tionary component. 

Finally,  we  will  hear  today  from  witnesses  who  will  describe 
what  activities  are  being  undertaken  in  the  private  sector  to 
combat  child  abuse.  Some  of  these  efforts  focus  on  providing  par- 
enting information  to  new  parents  and  apparently  have  met  with 
some,  success. 

Other  programs,  like  those  undertaken  by  Parents  Anonymous, 
concentrate  on  giving  parents  an  outlet  when  their  frustrations 
and  tensions  are  mounting.  Other  efforts  emphasize  information 
dissemination  to  those  in  the  community  who  are  directlyTiwolved 
in  this  field. 

We  will  hear  about  what  more  can  be  done  to  spur  private  sector 
involvement  in  a  problem  that  affects  entire  communities.  I  look 
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forward  to  hearing  from  the  distinguished  panels  who  have  gra- 
ciously accepted  our  invitation  to  testify  this  afternoon. 

Before  I  welcome  our  first  witnesses,  I  want  to  note  thSt  Senator 
Hatch  and  Senator  Dodd  have  statements  they  would  like  to  enter 
into  the  record.  I  have  the  twd  statements,  and  without  objection, 
they  shall  be  entered  in  the  record. 

[The  prepared  statements  of  Senator  Hatch  and  Dodd  follow:] 

pRKPAREi)  Statement  ok  Senator  Hatch 

We  in  Congress  continue  our. efforts  in  striving  toward  making  the  United  States 
a  better  country  for  all  to  live.  Yet  we  must  not  ignore  the  shiattering  effects  of  the 
devastating  social  problem  of  child  abuse.  The  causes  are  multiple;  the  results  di- 
verse. Yet,  yearly  over  one  million  children  are  estimated  to  be  abuse  victims. 
Therefore,  Federal  efforts  must  continue  to  assist  States  in  conquering  child  abuse 
to  assure  the  welfare  and  wt^ll-being  of  all  children. 

I  am  pleased  to  join  Chairman  Denton  today  in  the  family  and  human  services 
subcommittee  hearings  focusing  on-child  abuser  Furthermore,  1  am  pleased  to  join 
Senator  Denton  in  sponsoring  legislation  to  continue  Federal  efforts  aimed  at  assist- 
ing States  to  preserve  children's  welfare. 

1  look  forward  to  hearing  and  reviewing  all  the  testimony  received  today.  The  wit- 
nesses assembled  here  provide  us  with  expert  evidence  on  the  problems  as  well  as 
possible  solutions.  In  addition,  I  would  like  to  thank  Dr.  Marty  Palmer  for  traveling 
across  the  country  to  discuss  child  abuse  prevention  and  treatment  programs  in 
Utah.  It  is  rewarding  to  have  Dr.  Palmer  with  us  today  speaking  not  only  from  his 
work  as  director  of  the  ambulatory  care  program  at  Primary  Children's  Hospital, 
but  also  from  his  work  in  developing  community  support  resources.  These  programs 
work  throughout  Utah  combining  family  and  community  efforts  in  prevention  and 
treatment.  This  ilitertwining  of  volunteers  and  professionals  demonstrates  and  effec- 
tive method  to  curb  child  and  sexual  abuse.  Through  his  work  on  these  child  protec- 
tion teams,  Dr.  Palmer  brings  added  insight. 

Children  are  our  most  important  national  and  natural  resource.  We  must  do  all 
that  we  can  to  p^rotect  them.  They  have  a  right  to  live  in  healthy,  happy  homes  sur- 
rounded with  Icive  apd  security.  Since  the  future  of  our  country  is  in  the  hands  of 
our  children,  their  welfare  should  be  our  first  priority.  Following  this  hearing,  1 
urge  expeditious  consideration  of  this  legislation. 


Pkepared  Statement  ok  Senator  Dodd  \^ 

Mr.  Chairman,  I  am  certain  that  all  the  witnesses  testifying  befoki  us  today  will 
agree  that  child  abuse  is  one  of  our  greatest  national  tragedies.  Battered  children 
often  have  emotional  and  physical  scars  which  may  take  years  to  heal,  if  at  all. 
And,  children  who  are  mistreated  today  may  grow  to  mistreat  their  own  .sons  and 
daughters  tomorrow.  ' 

Social  service  agencies  from  my  State  of  Connecticut  across  to  California  have  re- 
ported an  alarming  upsurge  in  cases  of  child  abuse  and  neglect.  Even  more  frighten- 
ing is  the  news  that  in  many  States,  the  death  rate  from  such  acts  of  violence  over 
the  past  year  has  soared  by  more  than  40  percent. 

The  connection  between  the  skyrocketing  rate  of  child  abuse  and  the  current  eco- 
nomic pressures  being  placed  on  families  is  clear.  A  2  year  study  conducted  in  Wis- 
consin showed  that  in  counties  with  the  highest  unemployment  rate,  instances  of 
child  abuse  jumped  by  close  to  70  percent.  In  those  counties  with  the  lowest  rates  of 
unemployment,  on  the  other  hand,  reports  of  child  abuse  rose  only  12  percent.  In 
the  same  manner,  a  recent  study  in  North  Carolina  revealed  that  children  whose 
parents  are  unemployed  are  three  times  more  likely  to  be  abused  than  those  whose 
parents  have  jobs.  f 

At  the  same  time  that  the  rate  of  child  abuse  is  climbing.  Federal  and  State  funds 
both  for  treatment  and;prevention  programs  are  being  cut  back.  Due  to  such  budget 
cuts,  many  States  have  been  forced  to  re-define  abuse  and  neglect^  handling  only 
the  severest  cases.  Some  States  are  said  to  be  considering  helping  only  those  abused 
children  who  are  under  age  12,  simply  because  there  is  no  longer  the  staff  to  investi- 
gate all  reports  of  abuse. 

In  light  of  this  dramatic  increase  in  child  abuse  tied  to  our  nation's  economic 
troubles,  the  1!)S1  budget  cuts  in  the  child  abuse  prevention  and  treatment  act  were 
shortsighted  indeed.  S.  r)72,  a  bill  I  recently  introduced  to  provide  emergency  assist- 
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unce  for  children,  would  restore  funding  for  child  abuse  prevention  and  treatment  of 
sexually  abused  children.  The  sexual  abuse  treatment  program  was  not  reauthor- 
ized under  the  Omnibus  Reconciliation  Act  of  1981  and  must  be  reinstated  no\y  it 
we  are  to  help  the  ever-rising  number  of  children  who  are  victims  of  such  exploita- 

^^°These  Federal  dollars  can  in  no  way  solve  the  problem  alone.  Rather,  such  funds 
serve  as  seed  money  to  be  more  than  matched  later  by  private  contributions.  In  my 
State  of  Connecticut,  for  example;  over  a  1  year  period  $260,000  worth  of  profession- 
al services  were-volunteered  by  child  protection  teams,  r  UMJ  U 

As  some  will  testify  today,  the  data  we  have  on  reported  instances  child  abuse 
may  only  be  the  tip  of  the  iceberg.  It  is  estimated  that  for  every  abused  child  that 
comes  into  contact  with  Appropriate  agencies,  there  are  ten  abused  children  who 

escape  notice.  ,    ,     .  .  i>-      •  *.u* 

Mr  Chairman,  it  is  clear  that  child  abuse  has  reached  crisis  proportions  in  this 
country.  I  urge  my  colleagues  to  join  with  me  in  helping  national,  State  and  local 
agencies  moot  this  emergency  by  authorizing  increased  funding  for  the  Child  Abuse 
^Treatment,  and  Prevention  and  Adoption  Reform  Act. 

Senator  Denton.  Our  first  witness  this  afternoon  is  Mr.  Clarence 
Hodges,  the  Commissioner  of  the  Administration_Jor--Ghildren; 
Youth  and  Families,  which  administers  the  Federal  child  abuse 

program.  ... 
Mr.  Hodges  will  present  the  Administration  s  views  on  the 

reauthorization.  ^' 
^  Welcome,  Mr.  Hodges,  and  again  my  apologies  for  my  tardiness. 
'  iFwas  entirely  unavoidable. 

STATEMENT  OF  CLARENCE  E.  HODGES,  COMMISSIONER,  ADMIN- 
^  ISTRATION  FOR  CHILDREN,  YOUTH  AND  FAMILIES.  DEPART- 
MENT  OF  HEALTH  AND  HUMAN  SERVICES,  ACCOMPANIED  BY 
JAMES  A.  HARRELL,  DIRECTOR,  NATIONAL  CENTER  ON  CHILD 
ABUSE  AND  NEGLECT,  DEPARTMENT  OF  HEALTH  AND  HUMAN 
SERVICES 

Mr  Hodges.  Thank  you  very  much,  Mr.  Chairman.  It  is  a  privi- 
lege to  be  hear  today,  and  I  wish  to  express  deep  appreciation  tor 
having  been  invited  to  participate  in  these  very  important  hear- 

^"Fpersonally  am  most  impressed  with  the  strong  stand  that  you 
have  taken.  Senator,  not  only  within  your  great  State  of  Alabama 
but  nationally  as  you  have  addressed  this  issue  of  child  abuse  and 
neglect.  We  are  certain  that  with  the  kind  of  leadership  you  are 
providing  and  others  who  understand  the  magnitude  of  this  prob- 
lem that  we  are  going  to  begin  to  see  some  positive  improvements 

in  this  area.  ,  .  «  i.-       r  ^u:ij 

Today  L.  would  like  to  just  discuss  briefly  the  situation  ot  child 
abuse  and  neglect,  the  Administration  of  Children  Youth  and 
Families,  the  National  Center  for  Child  Abuse  and  Neglect,  some  of 
the  things  that  we  are  doing  to  help  to  resolve  and  have  an  impact 

on  this  problern.  -   •        r  u 

We  estimate  that  over  1,100,000  children  are  victims  of  abuse 
and  neglect  each  year.  Unfortunately,  despite  the  large  number  ot 
cases  currently  reported,  we  cannot  assume  that  most  abused  and 
neglected  children  are  now  being  identified  and  helped^because  our 
data  indicate  that  a  large  number  of  maltreated  children  recog- 
'  nized  by  educational,  medical,  and  mental  health  professionals  are 
not  now  known  to  the  local  child  protective  services. 
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No  area  raistrN  niure  troubling  issues  than  child  abuse  and  ne- 
glect. Nothing  challenges  us  more  for  the  future  strength  of  our 
Nation's  families  than  prevention  of  these  problems. 

The  issues  raised  cut  across  social,  geographic,  ethnic,  and  eco- 
nomic boundaries.  I  am  pleased  to  be  here  today  to  provide  the  sub- 
committee with  an  update  on  the  activities  of  the  National  Center 
for  Child  Abuse  and  Neglect,  and  to  tell  you  that  the  administra- 
tion endorses  continuation  of  a  Federal  role  in  this  area. 

Congress  enacted  the  Child  Abuse  Prevention  and  Treatment 
Act,  Public  Law  93-247, -in  1974.  The  legislation  was  subsequently 
amended  in  1978  and  1981.  It  currently  extends  through  September 


The  law  mandates  four  major  functions  to  the  National  Center 
on  Child  Abuse  and  Neglect:  generating  knowledge  and  improving 
programs;  collectmg,  analyzing,  and  disseminating  information;  as- 
sisting States  and  communities  in  implementing  child  abuse  pro- 
grams; and  fourth,  coordinating  Federal'^efforts. 

Today  I  will  sort  of  highlight  my  testimony  with  a  request  that 
the  total  be  inserted  in  the  record.  ^ 

My  testimony  today  will  describe  briefly  the  accomplishments  of 
the  Department  of  Health  and  Human  Services  in  implementing 
its  responsibilities  under  this  legislation.  In  partnership  with  the 
States,  we  aim  to  continue  to  provide  national  leadership  in  devel- 
oping effective  methods  of  addressing  the  human  service  needs  of 
these  most  vulnerable  citizens  and  supporting  the  development  of 
fitate  and  local  capacity  to  deliver  appropriately  targeted  services. 


Vln  the  area  of  research  and  demonstration,  65  projects  across  the 
couotry  current  receive  funding  from  the  National  Center  on  Child 
Abuse  and  Neglect.  These  projects  encompass  a  broad  breadth  of 
activities.  The  major  areas  involve  prevention  of  child  abuse  and 
neglect;  clinical  treatment;  public  child  protective  services;  and 
legal  juvenile  court  services;  prevention  and  treatment  of  sexual 
abuse;  prevention  and  treatment  of  adolescent  maltreatment,  in- 
cluding sexual  exploitation;  protection  of  children  in  special  institu- 
tions; special  issues,  including  developmental  disabilities,  mental 
health,  public  health,  and  military  families  and  their  problems. 

Our  information  function,  and  the  second  major  area,  the  Na- 
tional Center  has  supported  activities  related  both  to  research  and 
information  dissemination.  Our  most  significant  efforts  in  this  area 
relate  to  incidence  and  reporting  data. 

Tefl  regional  resource  centers  are  disseminating  information  on  a 
vm-ietty  of  family-related  topics,  including  child  maltreatment,  and 
^rfe  fostering  local  support  networks.  States  efforts  to  prevent  child 
4il5use  represent  another  significant  aspect  of  the  authorizing  legis- 
lation. The  State  grants  portion  of  the  act  provides  eligible  States 
with  funds  to  develop,  strengthen,  and  carry  out  prevention  and 
treatment  programs. 

The  major  vehicle  for  accomplishing  the  fourth  function  of  co- 
ordination responsibilities  of  the  National  Center  on  Child  Abuse 
and  Neglect  is  the  Advisory  Board  on  Child  Abuse  and  Neglect. 
Twenty  agencies  participate  on  the  advisory  board. 

I  want  to  mention  that  a  strength  of  that  group  lies  with  the 
public  representatives  who  are  required  by  a  1978  amendment  to 
the  act.  These  individuals  in  particular  ask  difficult  questions  and 
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challenge  and  prod  not  just  the  Department  staff;  but  ..other -Feder-' 
aCagencies  as  well  to  dilTerent  perspectives  on  problems  relating  to 
chiW  abuse-and -neglect. 

For  our  planned  activities,  as  part  of  the  human  development 
services,  fiscal  year  1983  coordinated  discretionary  funds  program, 
the  National  Center  on  Child  Abuse  and  Neglect  will  build  on  the 
results  of  past  experience  to  launch  key  initiatives  in  several  areas. 

Finally,  we  plan  to  strengthen  our  emphasis  on  private  sector  co- 
ordination of  nongovernmental  groups,  such  as  business,  service 
clubs,  and  volunteer  groups  to  prevent  child  abuse  and  neglect. . 

Mr.  Chairman,  we  support  reauthorization  of  the  Child  Abuse 
Prevention  and  Treatment  Act  and  the  Adoption  Reform  Act,  and 
we  have  submitted  to  Congress  a  proposal  for  rieauthorization  of 
these  programs.  ,  t  i 

Again,  I  state  it  is  a  pleasure  on  my  part  to  be  here,  and  i  wel- 
come the  opportunity  to  answer  questions  that  you  may  have. 

[The  prepared  statement  of  Mr.  Hodges  follows:] 
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Mr.  Chairman,  I  apprtaciate  the  opportunity  to  appear  before  this 
distinguished  subcommittee  to  discuss  theceauthorization  of  the  Child 
Abuse  Prevention  and  Ijeatment  Act  and  Adtoption  Reform  Act. 

We  estimate  that  over  1,100,000  children  are  victims  of  abuse  and 
neglect  each  year.    Unfortunately,  de^i^  the  large  num^r  of  cases 
currently  reported,  we  cannot  assume  that  most  abused  and  neglected 
children  are  now  being  identified  and  helped,  because  our  data  indicate 
that  a  large  number  of  maltreated  children  recognized  by  educational, 
medical  and  mental  health  professionals  are  not  known  to  the  local  child 
protective  services. 

No  area  raises  n^ore  troubling  issues  than  child  abuse  and  neglect, 
tto tiling  challenges  us  more  for  the  future  strength  of  our  nation's 
families  than  prevention  of  these  problems.    The  issues  raised  cut  across 
social,  geographic,  ethnic  and  economic  boundaries.    I  am  pleased  to  be 
here  today  to  provide  the  subcommittee  with  an  update  on  the  activities  of 
the  rational  Center  on  Child  Abuse  and  Neglect  and  to  tell  you  that  the 
Administration  endorses  continuation  of  a  federal  role  in  this  area. 

Congress  enacted  the  Child  Abuse  Prevention  and  Treatment  Act  (P.L.  , 
93-: 17)  in  1974.    The  legislation  was  subsequently  amended  in  1978  and 
1981.    It  currently  extends  through  September  30,  1983. 

The  law  mandates  four  major  functions  to  the  National  Center  on  Child 
Abuse  and  Neglect:  ^  ^  ■ 

o     Generating  knowledge  and  improving  programs; 

o     Collecting,  analyzing  and  disseminating  information; 

o     Assisting  States  and  communities  in  implementing  child  abuse 
progr&TiS;  and 

o     Coordinating  federal  efforts. 
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My  testimony  today  will  describe  briefly  the  accomplishments  of  the 
Department  of  Health  and  Hunan  Services  in  implementing  its 
responsibilities  under  this  legislation. 

At  the  outset,  I  want  to  emphasize  that  these  tasks  are  interrelated 
and  involve  multi-disciplinary,  multi-service  delivery  systems.  The 
Administration  believes  that  in  this  fact  lies  the  greatest  strength  and, 
simultaneously,  the  greatest  challenge  for  the  program. 

In  partnership  with  the  Staf.es  we  aim  to  continue  to  provide  national 
leadership  in  developing  effective  methods  of  addressing  the  human  service 
needs  of  these  most  vulnerable  citizens  and  supporting  the  development  of 
state  and  local  capacity  to  deliver  appropriately  targeted  services.  We 
are  attempting  to  improve  integration  with  other  social  services  of 
activities  addressing  child  maltreatment  and  this  concern  is  reflected  in 
our  coordinated  discretionary  funds  program.    I^t  me  begin  by  discussing 
the  National  Center's  program  development  and  improvement  function. 
RESEARCH  AND  DP10NSTRATI0N 

Sixty-five  projects  across  the  country  currently  receive  funding  from 
the  National  Center  on  Child  Abuse  and  Neglect.  These  projects  encompass 
a  breadth  of  activities.    The  major  areas  involve: 

o     prevention  of  child  abuse  and  neglect 

o     clinical  treatment 

o     public  child  protective  services 

o     legal  juvenile  court  services 
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o     prevention  and  treabnent  of  sexual  abuse 

o     prevention  and  treatinent  of  adolescent  maltteatment  (including 

sexual  exploitation) 
o     protection  of  children  in  special  institutions 

0  special  issues  (including  developmental  disabilities,  mental 
health,  public  health  and  the  military) 

1  would  like  to  spend  just  a  minute  highlighting  a  few  areas  which  I 
ieve  are  of  special  interest  to  t'ne  subcommittee.    These  include: 

o     Primary  prevention  of  child  maltreatment.    Among  an  array  of 

ongoing  projects  are  several  which  are  actively  working  to  inprove 
ho^ital  practices  and  community  education  to  support  young 
parents  facing  particular  difficulties  with  their  parental 
re£^x)nsibi  lities. 

o     Prevention  of  child  sexual  abuse.    Six  projects  have  developed 
materials  (curricula  and  a  film)  to  be  used  with  school  students 
from  preschool  through  high  school,  to  make  children  aware  of 
sexual  abuse,  to  provide  them  with  help  in  preventing  the  problem 
and  to  let  them  know  how  to  go  about  seeking  assistancWf  abuse 
is  happening  to  them,  a  sibling,  or  a  friend. 

o     Projects  which  stress  the  multidisciplinary  nature  of  the  response 
to  child  maltreatment.    Providers  of  mental  health  and  health 
services  have  received  grants  to  coordinate  their  work  with  put-  \c 
child  protective  service  agencies  in  order  to  better  identify 
developmental  disabilities  and  to  improve  treatirent  for  victims  of 
abuse  and  neglect. 

o     Hio  adolescent  maltreatment  victim  and  the  juvenile  justice 

system.    iTie  adolescent  has  been  found  to  be  at  considerable  risk 
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of  child  maltreatment,  though  service  systems  are  not  readily 
available.    Often  these  children  enter  the  juvenile  justice  system 
and  as  a  result  increase  costs  to  society.    Efforts  at  developing 
diversion  strategies  have  been  undertaken  in  various  cities, 
o     Parental  and  victim  self  help.    Parents  Anonymous  now  has  over 
1300  chapters  across  the  country  and  in  some  overseas  cities  with 
large  American  military  populations.    Parents  and  victims  are 
afforded  the  opportunity  to  help  each  other  prevent,  child  abuse 
and  neglect  and  improve  family  life  for  all  members.  Parents 
United,  a  self  h$^p  organization  for  families  that  have  sexual 
abuse  problems,  has  also  received  funding  and  chapters  are  now 
being  established  across  the  country  without  federal  funds. 

INFORMATION  FUNCTION 

In  the  second  major  area,  the  National  Center  has  supported  activities 
related  both  to  research  and  information  dissemination. 

Our  most  significant  efforts  in  this  area  relate  to  incidence  and 
reporting  data.    Ihrough  the  National  Center,  the  Department  gives  funds 
to  the  American  Humane  Association  to  conduct  an  ongoing  national  study  on 
child  neglect  and  abuse  reporting.    This  project  collects  and  analyzes 

V 

statistical  information  about  suspected  child  abuse  and  neglect  that  all 
50  States  receive  from  child  protective  service  agencies. 

A  major  achievement  was  the  cofnpletion  of  the  first  National  Incidence 
Study  which  provides  us  with  baseline  reporting  data. 

One  of  the  basic  strengths  of  the  National  Center's  activities  lies  in 
its  capability  to  disseminate  information  through  clearinghouse  activities 
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and  annual  program  and  research  analyses. 

Ten  regional  resource  centers  are  disseminating  information  on  a 
variety  of  family  related  topics,  including  child  maltreatment  and  are 
fosteding  local  support  networks.    Another  dissemination  activity  widch  I 
know  is  of  major  interest  to  the  Congress  is  the  Military  Fcimily  Resource 
Center,  a  joint  venture  with  the  Department  of  Defense  and  the  Department 
of  Transportation  (Ooast  Guaid).    KiHS  is  receiving  approximately  $500,000 
in  1983  from  these  agencies  to  provide  information  and  technical 
assistance  to  enhance  military  support  systems  on  behalf  of  vulnerable 
military  families  worldwide. 

'"'^^Equally  important  is  the  effective  fashion  in  which  the  program  has 
helped  to  identify  and  define  pressing  issues  in  the  field.    In  1982-83, 
this  is  being  acconplished  through  a  series  of  symposia  on  specific  issues 
as  well  as  through  the  Sixth  National  Conference  on  Child  Abuse  and 
Neglect,  which  will  be  held  September  25-28  in  Baltimore,  Maryland. 
Hosted  by  the  Junior  League  of  Baltimore  and  the  State  of  Maryland, 
\  sixteen  organizations  are  co-sponsoring  the  conference;  which  represents  a 
major  national  outreach  effort  for  the  field. 

IMPLmKrfTATIQN  FUNCTION 

J. 

States'  efforts  to  prevent  child  abuse  represent  another  significant 
aspect  of  the  authorizing  legislation.    The  State  grants  portion  of  the 
Act  provides  eligible  States  with  funds  to  develop,  strengthen  and  carry 
out  prevention  and  treatment  programs.    Awards  amounting  to  $6.7  million 
will  be  made  in  FY  1983.    T'-ie  number  of  States  eligible  for  this  funding 
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has  junped  t rom  four  in  1975  to  forty-eight  in  1982.    The  States  currently 
ineligible  for  a  child  abuse  and  neglect  State  grant  either  fail  to 
include  in  their  State  statutes  a  definition  of  child  abuse  and  neglect 
substariLively  consistent  with  the  definition  of  child  abuse  and  neglect  in 
the  Act  or  fail  to  meet  the  Act's  requirement  to  provide  a  guardian  ad 
litem  for  r.he  child  in  every  case  involving  an  abused  or  neglected  child 
which  results  in  a  judicial  proceeding. 

A  major  purpose  of  the  State  grant  program  is  to  support  start-up 
activities  which,  if  proven  successful,  will  be  continued  by  the  State 
with  other  funds.  _ Approximately  30  percent  of  projects  conducted  with 
State  grant  funds  have  been  continued  after  the  start-up  phase  using  State 
appropriated  funds.    Most  of  the  others  involved  one-time-only  activities 
such  as  development  of  protocols,  procedural  manuals  and  central  register 
systems  for  compiling  information  or  reports.    Most  exciting  to  us  is  the 
exchange  of  information  among  the  States  about  successful  projects  and 
effective  approaches.    Through  the  leadership  of  the  National  Center,  an 
informal  yet  very  effective  peer  support  system  of  State  child  protective 
services  agencies  has  developed  over  these  past  years.    We  believe  that 
when  social  services  are  needed,  they  are  best  defined  and  administered 
through  the  public  and  private  institutions  at  the  level  closest  to  the 
problem — State  and  local  governments  and  private  community  agencies.' 

One  other  item  of  note  under  this  function  is  that,  as  mandated  by  the 
Act,  the  National  Cfenter  on  Child  Abuse  and  Neglect,  in  cooperation  with 
the  National  Advisory  Board,  has  developed  and  published  standards  for 
child  abus^  and  neglect  prevention  and  treatment  programs  and  projects. 
The  publication,  entitled  Child  Protection;    Guidelines  for  Policy  and 
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Program y  provides  a  useful  simmary  of  standards  for  the  field.  Another 
dcxrument  which  will  be  available  this  year  as  a  result  of  State  requests 
is  Child  Protection;    A  Guide  for  State  Legislation. 
CPORDI  NATION  FUNCTION 

The  major  vehicle  for  accomplishing  the  fourth  function  of 
coordination  responsibilities  of  the  National  Cfenter  on  Child  Abuse  and 
Neglect  is  the  Advisory  Board  on  Child  Abuse  and  Neglect.    Twenty  agencies 
participute  on  the  Advisory  Board.    I  want  to  mention  that  a  strength  of 
that  group  lies  with  the  public  representatives  who  are  required  by  a  1978 
amendment  to  thje  Act.    These  individuals  in  particular  ask  difficult 
questions  and  challenge  and  prod  not  just  the  Department's  staff,  but 
other  federal  agencies  as  well,  to  different  perspectives  on  problem.s 
relating  to  child  abuse  and  neglect. 
PLANNED  ACTIVITIES 

As  part  of  the  HDS  FY  1983  Coordinated  Discretionary  Funds  program, 
the  National  Center  on  Child  Abuse  and  Neglect  will  build  on  the  results 
of  past  experience  to  launch  key  initiatives  in  several  areas.  Ihese 
projects,  most  of  which  will  have  increased  private  sector  and  voluntary 
support,  include: 

o     Demonstration  of  parent  support  in  the  work  place  to  prevent  child 

abuse  and  neglect, 
o     Measuring  the  effectiveness  of  prevention  strategies, 
o     Demonstration  of  the  use  of  therapeutic  family  day  care  homes  to 

prevent  foster  care  placements, 
o     Demonstration  of  mechanisms  for  training  middle  and  senior  State 

Child  Protective  Services  management. 
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o     Validation  of  existing  theories  on  factors  contributing  to  the 

sexual  victimization  of  children, 
o     Demonstration  of  effective  procedures  for  management  of  State 

intake  and  investigations  of  child  abuse  and  neglect, 
o     Demonstration  of  alternatives  to  litigating  child  abuse  and 

neglect  cases. 

o     Deironstration  of  the  use  of  committees^f  inquiry  in  case  of  child 
fatalities. 

Let  me  assure  you  that,  while  child  abuse  and  neglect  research  is 
planned  and  funded  through  the  OHDS  coordinated  research  process,  the 
inportance  of  child  abuse  and  neglect  efforts  is  in  no  way  diminished.  In 
fact,  we  found  in  the  FY  1982  coordinated  process  that  research  for  one 
program  was  enhanced  as  a  'result  of  linkages  with  other  human  service 
programs. 

Under  the  reauthorized  Act,  we  propose  to  support  efforts  to  enhance 
the  educational  system's  involvement  in  early  intervention  in  cases  of 
child  maltreatmf)fit  ;  analyzing  and  packaging  the  wealth  of  material 
generated  by  recently  completed  grants;  continuing  the  enphasis  of  the 
information  collection  and  dissemination  clearinghouse  on  child  abuse  and 
neglect;  and  following  up  on  experience  gained  in  dealing  with  the 
maltreatment  of  children  in  residential  treatment  facilities. 

In  the  implementation  area  we  se'e  a  need  to  continue  strengthening  of 
interstate  sharing,  focusing  on  the  use  of  State  grants  to  get  maximum 
effects.    In  the  private  sector  and  voluntary  efforts,  we  will  support 
Parents  Anonymous'  priority  of  organizing  children  and  adolescent  service 
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groups  to  address  their  prevention  and  treatment  neetJs.     Finallyr  we  plan 
to  strengthen  our  emphasis  on  private  sector  coordination  of 
nongovernmental  groups,  sucti  as  businesses,  service  clubs  and  volunteer 
groups  to  prevent  child  abuse  and  neglect. 

Coordination  issues  pose  new  challenges  to  the  Departmen'i  with 
jrespect  to  the  increased  public  attention  and  concern  generated  by  the 
Infant  Doe  case  and  tne  medical  and  judicial  systems'  response  to  the 
issue.    We  support  the  intent  of  the  suggested  legislative  language  to 
focus  special  attention  on  protecting  potential  Infant  Does  and  ensuring 
that  professionals  are  aware  of  ti\e  potential  for  placing  them  in  adoptive 
homes.    We  are  coitmitted  to  increase  the  efforts  of  the  Department  of 
Health  and  HUiTian  Services  to  work  with  the  States  to  ensure  that  child 
protective  service  agencies  and  medical  facilities  and  professionals  carry 
out  their  legal  and  moral  responsibilities  to  protect  endangered 
h/:indicapped  infants. 
1983. 

REAUTORIZATION 

Mr.  Chairman,  we  support  reauthorization  of  the  the  Child  Abuse 
Prevention  and  Treatment  Act  and  the  Adoption  Reform  Act,  and  we  have 
submitted  to  Congress  a  proposal  for  reauthorization  of  these  programs. 
While  we  believe  that  financial  support  to  the  States  for  purposes  of  this 
Act  should  be  continued  at  its  current  level  of  $6,720,000,  we  are  asking 
for  an  appropriation  in  FY  1984  which  consolidates  and  reduces  the 
research,  demonstration  and  information  funding  for  social  services 
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discretionary  activities.    This  reflects  the  Departmental  policy  of 
targeting  limited  Federal  resources  to  direct  service  activities.  In 
keeping  with  these  efforts  to  restrain  Federal  spending,  we  will  refine 
and  target  discretionary  activities  to  achieve  maximum  effects  and  link 
with  State  agencies  to  ensure  dissemination  and  implementation  of  these 
activities  on  a  nationwide  basis.    We  strongly  affirm  that  this 
legislative  authority  embodies  a  fair,  viable  and  responsible  approach  to 
a  vexing  national  problem  and  we  support  its  continuation. 

On  a  related  topic,  Mr.  Chairman,  as  stated  in  Dr,  Koop's  testimony 
before  this  subcommittee  on  April  6,  the  Administration  supports  the  aims 
of  the  Infant  Doe  provisions  of  your  reauthorization  bill.  Secretary 
Heckler,  in  testimony  before  the  Senate  Labor  and  Human  Resources 
Committee  addressed  a  most  urgent  situation.    She  said: 

"Last  year,  millions  of  Americans  were  stunned,  shocked  and  angered 
when  the  death  of  a  handicapped  newborn  infant  in  Bloomington, 
Indiana,  brought  to  public  attention  ^he  tragedy  of  that  and  other 
cases  where  nutrition  or  medical-  care  is  deliberately  denied  to 
handicapped  infants.  -.^ 

The  President  re^onded  swiftly  to'Ehe  tragic  tidings  from 
•  Bloomingtou.    He  directed  the  Health  and  Human  Services  Departinent  to 
make  clear  to  every  health  care  facility  in  the  United  States  of 
America  that  Section  504  of  the  Rehabilitation  Act  of  1973  protects 
all  handicapped  persons,  including  infants.    Ihe  HHS  Office  for  Civil 
Rights  did  as  the  President  directed  on  May  18,  1982,  in  a  written, 
notice  which  was  sent  to  hospitals  nationwide." 
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In  addition,  Mr.  Qiainnan,  the  Department  of  Health  and  Hunan 
Services  has  taken  a  further  step  to  implement  the  President's 
direction  on  handicapped  infants  by  publishing  in  the  Federal  Register 
on  March  7,  1983,  interim  final  regulations  requiring  that  each  and 
every  recipient  of  Federal  funds  who  provides  covered  health  care 
services  post  and  keep  posted  in  a  con^icuous  place  a  notice  stating 
that  "discriminatory  failure  to  feed  and  care  for  handicapped  infanus 

in  this  facility  is  prohibited  by  Federal  law." 

Ihe  notice  will  put  the  public  and  medical  profession  on  notice 

that  anyone  who  has  knowledge  that  a  handicapped  infant  is  being 
discriminatorily  denied  nutrition  or  medical  care  can  and  should 

immediately  contact  a  toll-free,  24-hour  Health  and  Human  Services 

hotline,  or,  in  the  alternative,  the  State  child  protective  agency  to 

report  the  alleged  violation.  ^ 

The  Department's  action  is  pronpted  by  the  accumulation  of 

additional  evidence  that  handicapped  children's  lives  are  in  jeopardy 

—  that  some  have  indeed  been  lost  by  decisions  to  withhold  food  or 

services. 

Mr.  Chairman,  we  trust  that  these  actions  by  the  Department  will  be 
effective.    Ihe  i^^nijii^tration  supports  your  effort  to  address  this 
important  problem.  / 

Thank  you,  Mr.  Chairman.    I  will  be  happy  to  answer  any  questions. 
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Senator  Denton.  Thank  you  very  much,  Mr.  Hodges.  And,  as  re- 
quesced.  the  lull  written  statement  which  you  submitted  will  be  in- 
cluded as  part  of  the  record.  I  thank  you  for  summarizing  orally. 

I  will  ask  you  several  questions,  sir.  As  I  mentioned  in  my  open- 
ing remarks,  concerns  have  been  raised  about  including  mental 
abuse  within  the  definition  of  child  abuse.  Does  the  administration 
have  a  view  on  this  matter,  and  what  can  be  done  to  clarify  and 
narrow  the  definition  to  give  Sates  more  guidance  on  the  defini- 
tion? 

Mr.  Hodges.  Presently,  Mr.  Chairman,  we  do  address  the  issue 
of,  what  we  term,  emotional  maltreatment.  And  there  is — where 
there  is  observable  harm,  where  there  is  a  lasting  effect,  and  where 
there  is  the  possibility  of  a  handicapping  condition.  That  very  defi- 
nitely is  an  issue  we  address,  and  we  look  at  it  within  the  family 
setting.  We  work  with  the  States  on  this  issue,  and  we  are  helping 
each  State  to  recognize  their  responsibilities  as  they  relate  to  what 
we  term  emotional  maltreatment  or  mental  maltreatment  to  make 
sure  the  children  who  suffer  this  kind  of  treatment,  this  kind  of 
maltreatment,  are  protected  also. 

Senator  Denton.  I  just  want  to  clarify  what  we  are  talking  about 
here.  This  is  mental  abuse  without  any  physical  abuse,  for  example 
oral  intimidation  or  insult? 

Mr.  Hodges.  That  is  correct. 

Senator  Denton.  That  is  an  entirely  separate  area  from  any 
physical  abuse  whatever? 

Mr.  Hodges.  That  is  correct,  Mr<  Chairman.  There  are  times 
when  a  person  is  physically  abused  and  there  is  mental  abuse  that 
goes  with  it. 

Senator  Denton.  Yes.  ^ 

Mr.  Hodges.  And  there  are  also  times  when  there  is  emotional 
abuse  without  physical  abuse,  but  verbal  abuse,  psychological 
abuse,  the  kind  of  activity  that  one  can  suffer  without  being 
bruised  or  physically  touched. 

Senator  Denton.  Could  you  describe  some  of  the  National  Cen- 
ter's activity  in  the  sexual  abuse  area? 

Mr.  Hodges.  We  are  looking  at  that  presently  with  a  number  of 
agencies  and  organizations  around  the  country,  particularly  with 
our  discretionary  funding  projects,  some  that  were  granted  last 
year,  fiscal  year  1982.  We  have  been  looking  at  the  prospects  in 
fiscal  year  1983  of  awarding  additional  grants  to  get  a  better 
handle  on  that  problem,  to  get  a  better  understanding,  as  well  as  to 
determine  ways  that^  we  might  be  able  to  improve  our  reporting. 

It  is  difficult  to  get  information  on  this  issue  because  persons  will 
not  voluntarily  and  willingly  share  with  us  this  kind  of  maltreat- 
ment of  children.  We  do  see  an  increased  incidence  in  some  areas, 
and  we  are  getting,  utilizing,  and  providing  for  States  and  counties 
methods  of  determining  when  this  kind  of  abuse  should  be  suspect- 
ed. 

We  are  working  very  closely  with  medical  institutions,  with  our 
social  workers  and  our  county  welfare  agencies,  and  we  are  making 
sure  that  they  are  getting  proper  kinds  of  training;  we  have  dis- 
seminated manuiis  to  help  persons  to  understand  how  to  detect 
this  kind  of  maltreatment,  how  to  assure  proper  investigation,  and 
proper  action  on  the  part  of  counties  and  State  governments. 
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Senator  Dknton.  From  your  position,  do  you  have  any  perception 
as  to  even  generally  classifiable  causes  of  individuals  becoming 
prone  to  sexually  abuse  a  child?  r 

Mr.  Hodges.  I  consider  very  often  the  ugliness  of  abuse  of  chil- 
dren, and  I  have  had  opportunities  to  visit  some  of  our  major  hospi- 
tals where  children  are  treated  and  seen  some  of  those  who  are  vic- 
tims. 

And  I  have  sought  to  discuss  with  persons  who  have  responsibil- 
ities in  this  area  to  determine  what  kind  of  person  would  perpe- 
trate this  kind  of  crime  on  a  child.  We  do  find  a  different  kind  of 
person  who  would  sexually  abuse  from  the  person  who  would  nor- 
mally physically  abuse. 

The  sexually  abusing  person  often  has  severe  problems  with  how 
he  perceives  and  sees  himself;  an  inability  often  to  relate  on  a 
proper  relationship  basis  with  other  adults;  the  inability  to  estab- 
lish meaningful  relationships,  many  times,  with  persons  of  the  op- 
posite sex. 

These  persons  have  great  problems  with  personal  identity  and 
with  finding  any  satisfaction  with  themselves.  We  are  concerned. 
They  do  require  treatment,  extended  treatment,  and  it  is  important 
that  where  there  are  such  cases  suspected,  that  there  is  proper  in- 
vestigation to  make  sure  that  such  a  person  is  treated  so  that  there 
will  not  be  a  continuation  of  such  suffering  by  innocent  children. 

Senator  Denton.  Will  sexual  abuse  continue  to  be  one  of  the  pri- 
mary focuses  of  the  National  Center  for  Child  Abuse  and  Neglect's 
discretionary  program  in  the  coming  years? 

Mr.  Hodges.  That  is  correct,  Mr.  Chairman.  We  recognize  that  as 
a  continuing  problem.  And  we  wish  to  continue  to  direct  resources 
toward  that  problem. 

Senator  Denton.  I  am  aware  that  the  administration  is  devoting 
a  significant  portion  of  the  limited  ayailabre  *  Federal  funds  in  the 
area  of  prevention.  What  are  some  ^of  the  activities  now  taking 
place  in  this  area,  and  will  you  continue  to  emphasize  prevention? 

Mr.  Hodges.  Prevention  is  an  area  that  we  must  continue  to  em- 
phasize. Not  only  must  we  treat  and  seek  to  help  those  persons 
who  are  victims,  but  we  must  seek  to  prevent  others  being  added  to 
those  large  numbers.  The  funds  that  we  grant  to  the  States,  for  the 
most  part,  are  used  to  expand  upon  their  preventive  capabilities 
and  their  service  programs,  as  well  . 

The  programs  where  we  use  discretionary  funds  include  a 
number  of  volunteer  agencies  and  nonprofit  agencies.  They  work 
with  those  persons  who  might  very  well  be  suspected,  of  child 

abuse.  r  -v 

We  look  at  children  with  birth  defects,  where  there  are  families 
with  tremendous  pressures  and  a  great  need  for  respite.  There  is  a 
great  need  to  support  those  families  and  to  work  with  those  par- 
ents who  have  themselves  been  in  the  foster  care  system  or  have 
been  victims  of  abuse  as  children.  We  look  to  those  agencies  to  help 
them  before  there  is  a  crying  out  need  for  relief.  We  can  provide 
preventive  services,  support,  services,  so  that  there  families  can  be 
strong,  and  can  know  how  to  express  themselves  verbally  as  op- 
posed to  with  physical  abuse  in  relating  to  children. 
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Senator  Dknton.  Do  you  have  any  statistics  on  the  incidence  of 
child  abuse  perpetrated  against  children  of  unmarried  or  divorced 
women  by  boyfriends  or  live-in  mates? 

Mr.  Hodges.  We  do  not  have  exact  figures  on  this  kind  of  prob- 
lem, but  there  have  been  reports  indicating  serious  problems  with 
step  parents;  with  boyfriends,  and  there  are  those  problems  par- 
ticularly where  you  have  young  people  who  are  not  prepared  to  be 
parents,  teenage  parents. 

Those  persons  often— -not  only  have  one  child,  but  usually  they 
will  have  a  second  child  very  close  to  the  first  while  they  are  still 
teenagers.  With  1  million  teenage  pregnancies  a  year  and  the  siz- 
able number  of  persons  who  are  under  15  years  of  age  that  give 
birth  each  year,  we  can  reasonably  expect  large  numbers  of  chil- 
dren to  be  problem  parents. 

These  children  often  expect  that  which  is  impossible  of  their 
babies.  They  expect  babies  to  walk  at  4  or  5  months.  They  expect 
them  to  talk  and  to  do  other  thjngs._They  expect  them  to  be  potty 
trained.  When  they  do  not  see  their  expectations  fulfilled  with 
their  children,  they  turn  against  them  very  often  with  abuse. 

There  is  a  great  need  to  help  these  persons  develop  family 
strengths  so  that  grandparents  or  others  can  offer  support  to  those 
children  who  are  children  of  children.  Further,  there  is  a  serious 
problem  of  boyfriends  possibly  becoming  abusive,  along  with  moth- 
ers when  these  parents  themselves  are  very  young  and  do  not  have 
resources  to  provide  for  themselves  and  their  children  to  the  extent 
they  would  desire. 

Senator  Denton.  Well,  thank  you  very  much,  Mr.  Hodges.  Your 
testimony  was  informative  and  will  be  very  useful  to  this  subcom- 
mittee. Your  responses  were  most  articulate,  and  we  greatly  appre- 
ciate your  taking  the  time  to  come  down  this  afternoon. 

Mr.  Hodges.  The  pleasure  was  mine.  Thank  you.  Senator. 

Senator  Denton.  I  do  have  three  questions  from  Senator  Hatch.  I 
can  submit  them  to  you  in  writing  or  I  can  ask  them  on  his  behalf 
right  now. 

Mr.  Hodges.  At  your  pleasure.  Senator.  I  would  be  pleased  to 
answer  them  now  or  

Senator  Denton.  All  right.  Just  to  save  the  writing,  I  will  ask 
you  the  questions. 

First,  in  your  estimation,  are  State  child  protection  agencies  ade- 
quately prepared  to  respond  to  complaints  of  denial  of  treatment? 

Mr.  Hodges.  I  think  they  are  adequately  prepared,  and  they  are 
preparing  themselves  more.  We  are  providing  some  technical  as- 
sistance, and  it  is  an  area  in  which  States  have  given  increased 
recent  attention  to  this  issue.  States  have  looked  at  it  prior  to  the 
recent  publicity.  Many  States  have  taken  very  strong  action  al- 
ready in  some  cases. 

\ye  are  confident  that  we  will  be  able  to  provide  some  technical 
assistance.  We  have  done  that  to  help  States  respond  adequately  to 
the  problem  where  there  is  denial  of  services  to  a  child. 

Senator  Denton.  Are  their  staffs  adequate,  both  in  numbers  and 
in  professional  skill,  Lonsidering  medical  and  nursing  skills,  to  deal 
with  cases  in  the  highly  technical  atmosphere  of  the  neonatal  in- 
tensive care  unit? 
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Mr.  HoDGKS.  For  the  most  part,  there  are  staff  persons  involved 
that  have  that  kind  of  expertise,  and  States  have  availability  to  re- 
sources within  the  offices  of  the  Administration  for  Children, 
Youth  and  Families,  the  National  Center  for  Child  Abuse  and  Ne- 
glect, and  our  10  regional  resource  centers.  We  provide  extensive 
technical  assistance  to  the  States,  and  we  also  have  relationships 
with  a  number  of  hospitals  and  universities  that  have  expertise 
that  is  not  always  available  in  every  State  or  to  every  agency.  But 
it  is  available  in  general,  and  we  are  happy  to  make  such  expertise 
available  to  the  States. ' 

Senator  Denton.  With  the  increase  in  incidence  of  child  abuse 
and  neglect  and  the  added  burden  that  this  new  category  of  abuse, 
denial  of  nutrition,  would  add  to  the  already  heavy  caseload,  is  the 
proposed  budget  in  the  reauthorization  of  the  act  adequate  to  pro- 
vide for  the  increase  in  staff  needs? 

Mr.  Hodges.  I  would  think  so.  Senator.  There  is  always  a  situa- 
tion where  more  money  could  be  used  by  any  gpvernmental  agency. 
But  at  the  same  time,  as  we  look  at  our  limited  resources,  we  are 
confident  that  this  is  an  area  that  is  serious  enough  that  there 
should  not  he  a  budget  cut  with  our  grants  to  our  States. 

But  with  what  the  States  are  doing,  what  has  already  been  done, 
and  what  is  being  built  upon  because  of  services  that  were  provided 
by  our  agency  in  fiscal  year  1982;  they  will  not  need  recurring  ex- 
penses to  the  same  extent  due  to  our  extensive  manuals  and  train- 
ing that  has  already  been  provided.  We  are  confident  that  the 
funds  that  are  available  in  1984  will  be  able  to  build  upon  what  is 
there  and  to  expand,  as  the  act  suggests,  so  that  there  will  be  suffi- 
cient resources  for  the  needs  of  each  State. 

Senator  Denton.  And  Senator  Hatch's  last  question  is:  the  legis- 
lation that  Senator  Denton  and  I  have  introduced  expands  the  Ad- 
visory Board  on  Child  Abuse  and  Neglect  to  include  issues  on  adop- 
tion opportunities. 

Do  you  know  if  the  administration  or  you  representing  the  ad- 
ministration supports  this  coalition  of  efforts? 

Mr.  Hodges.  We  are  very  much  concerned,  and  we  do  see  some 
linkage  of  concern  with  adoption  needs.  We  have  not  thoroughly 
thought  out  and  determined  a  specific  position.  On  Thursday  of 
this  week,  I  believe,  Assistant  Secretary  Hardy  will  be  testifying 
befpre  this  committee,  and  perhaps  by  that  time  we  will  have  a 
more  specific  response. 

Senator  Denton.  All  right.  Thank  you  very  much,  Mr.  Hodges. 
There  will  be  some  written  questions  submitted  to  you  at  least  on 
the  part  of  Senator  Dodd.  And  we  will  hold  the  record  open  for  10 
days  for  other  Senators  of  the  subcommittee  to  submit  questions  to 
which  we  solicit  your  early  answers  in  writing. 

Mr.  Hodges.  We  will  respond  as  rapidly  as  possible.  Thank  you 
very  much,  Mr.  Chairman. 
Senator  Denton.  Thank  you,  sir. 

Our  second  panel  of  witnesses  consists  of  Mr.  Wayne  Holder,  di- 
rector of  the  Children's  Division,  American  Humane  Association; 
and  I  will  ask  these  persons  to  please  come  forward;  Mr.  Wayne 
Holder,  welcome  to  you  sir;  Dr.  Eli  Newberger,  a  pediatrician  from 
Children's  Hospital  in  Boston. 
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Welcome  to  you.  Doctor.  Mr.  Gregory  Loken,  senior  staff  attor- 
ney at  Covenant  House  in  New  York  City;  welcome  to  you. 

Mr.  Holder,  would  you  care  to  begin  with  your  opening  state- 
ment. 

STATOMENT  OF  WAYNE  M.  HOLDER,  DIRECTOR,  CHILDREN  S  DI- 
VISION, AMERICAN  HUMANE  SOCIETY;  ELI  NEWBERGER,  PEDI- 
ATRICIAN, CHILDREN'S  HOSPITAL,  BOSTON,  MASS.;  AND  GREG- 
ORY LOKEN.  SENIOR  COUNSEL,  COVENANT  HOUSE,  NEW  YORK, 
N.Y. 

Mr.  Holder.  Yes,  Mr.  Chairman. 

I  am  pleased  to  be  here  and  thank  you  for  this,  opportunity. 
Within  my  written  statement,  which  I  would  like  to  have  entered 
in  officially,  I  took  three  perspectives. 

I  would  like  to  speak  to  those  perspectives  briefly.  Before  I  do,  I 
would  like  to  mention  something  about  the  American  Humane  As- 
sociation. We  are  the  oldest  national  organization  devoted  to  ad- 
dressing the  problem  of  child  maltreatment.  We  are  a  private,  non- 
profit organization  based  in  Denver. 

We  provide  a  wide  range  of  services  to  States  and  local  agencies, 
including  consultation,  education,  research,  and  evaluation. 
Through  our  professional  staff  and  40  faculty  located  around  the 
country  we  maintain  a  keen  awareness  of  the  state  of  the  art  on 
child  protection  and  fluctuations  in  the  problem  of  child  abuse. 

The  three  perspectives  that  I  took  in  my  statement  look  at  the 
problems  of  child  abuse  and  protection  before  the  national  center 
was  set  up,  during  that  time,  and  now.  You  certainly  in  your  open- 
ing remarks  adequately  stated  the  nature  of  the  problem,  the  size 
of  it,  and  probably  in  every  statement  people  mention  the  size  of  it, 
as  has  just  been  stated  in  the  previous  remarks. 

So  I  will  move  to  the  during.  During  the  last  8  years  or  so,  the 
national  center  has  been  the  major  primary  force  behind  activity 
in  this  area  and  has  been  very  effective  in  raising,  elevating  the 
awareness  of  child  abuse  among  professionals  within  the  communi- 
ty. 

I  would  like  to  characterize  that  activity  as  having  a  primary 
impact  in  knowledge  gaining.  We  are  much  better  prepared  to  do 
the  job  now.  We  are  much  more  aware  because  the  national  center 
was  established  and  did  its  work. 

But  we  have  moved  from  that  time  and  transitioned  into  a  new 
time.  The  national  center  does  need  to  be  reauthorized,  but  the  em- 
phasis needs  to  be  changed.  We  have  moved  away  from  a  period  of 
discovery  into  a  period  of  application,  the  need  for  application. 

It  would  be  good  if  we  could  gather  together  and  talk  about  how 
well  we  are  doing  in  combating  the  problem,  but  the  truth  of  the 
matter  is  we  are  not.  The  problem  is  increasing  much  faster  than 
we  are  able  to  deal  with  it.  We  have  been  effective  in  identifying 
the  size  of  the  problem  and  have  a  better  understanding  of  the 
characteristics  and  nature  of  the  problem. 

But  we  are  not  applying  the  information  and  knowledge  we  have 
about  what  to  do  about  the  problem.  And  I  am  speaking  specifical- 
ly with  regard  to  treatment  and  rehabilitation  in  the  area  of  child 
protection.  It  is  time  to  begin  to  move  in  that  area,  for  in  so  doing 
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we  not  only  address  those  families  and  children  that  are  in  need, 
but  we  begin  to  address  the  question  of  prevention  as  well  by  treat- 
ing those  children  that  are  in  need  now.     ,  . 

As  I  identified  within  my  paper,  the  change  in  the  economic 
status  within  our  country,  the  change  in  the  nature  of  what  is 
going  on  in  States,  the  reduction  in  staff,  the  problems  with  regard 
to  increasing  caseloads,  and  so  forth,  have  left  our  systems  of  care 
in  the  situation  where  they  are  less  able  to  adequately  meet  the 
needs  of  the  families  that  they  see.  ,  ^-  j 

Furthermore,  the  system  is  being  challenged  by  litigation  and 
cries  of  outrage  by  community,  press,  and  otherwise  with  regard  to 
the  quality  of  care  being  given.  I  do  not  think  necessarily  this  is  an 
indictment  against  the  people  who  are  doing  it,  who  are  all  good 
intentioned  and  well  committed  people.  j    i    ,  r 

The  problem  is  that  there  is  such  a  lack  of  resource  and  a  lack  ot 
requirement  within  our  society,  within  our  community  to  do  some- 
thing about  the  problem  that  we  have  a  second  rate,  inadequate 
systim  delivering  care.  Training  is  not  enough.  Qualifications  for 
workers  are  not  high  enough,  and  the  resources  with  which  they 
work  are  not  adequate  enough.  .         „    ^,  t 

I  am  of  course  recommending  reauthorization,  but  in  doing  t^at  i 
am  asking  for  an  emphasis  shift,  and  I  am  suggestmg  that  NCAN 
be  given  a  standard  setting  function  with  due  regard  to  State 
autonomy.  I  realize  that  these  are  not  the  days  when  it  is  popular 
to  talk  about  the  Federal  Government  doing  any  regulatory  kind  ot 
activity,  but  I  believe  we  are  at  a  point  where  we  have  moved  past 
getting  knowledge  to  the  point  that  we  need  to  set  standards  and 
^  Squhl  that  thole  standards  be  met.  We  need  to  consider  uniform- 
ity in  practice  throughout  the  country  and  an  elevation  of  the  qual- 

'^VthfnrNCAN's  purposes  should  be  related  to  quality  of  practice 
and  application  of  the  knowledge  that  has  been  gained  through  its 
efforts  in  the  last  several  years.  Part  of  that  can  be  done  by  empha- 
sizing dissemination  of  information  and  sending  out  that  knowl- 
edge in  assertive  ways  and  in  association  with  the  standards  set- 
ting that  NCAN  has  accomplished.  , 

I  believe  State  grants  should  be  continued,  and  perhaps  consider- 
ation being  given  to  elaborating  that  effort.  There  should  continue 
to  be  a  stu£  of  the  problem  of  child  maltreatment  m  terms  of 
nature  size,  and  change,  so  that  we  are  always  monitoring  and 

n^e"?iatKuS  you  alluded  to  in  your^uesj 

tions  about  sexual  abuse,  and  so  forth,  should  be  continued  a^^^^ 
some  efforts  should  be  given  to  activities  for  preventing  child  abuse 

"F^iiTl  SriiT^^^^^^^^^  that  if  funding  is  not  at  least  set 
at  the  $30  million  level,  then  what  we  are  doing  is  making  a  clear 
SmmeS  wTth  ?egard  to  how  we  feel  about  our  chi  dren  and  how 
we  feel  about  the  families  that  are  taking  care  of  those  children. 

With  regard  to  the  question  of  mental  injury,  I  would  recom- 
mend that^fhat  be  placid  and  defined  within  the  child  abuse  ste  - 
ute  I  think  it  is  critical  because  of  the  fact  that  it  is  such  a  diffi- 
cult thing  to  deal  with.  Clearly,  mental  injury  .always  coexists  with 
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other  forms  of  maltreatment,  but  it  also  stands  alone  as  a  problem 
that  needs  to  be  dealt  with. 

It  is  the  most  difficult  form  of  abuse  to  substantiate,  and  unless 
It  is  articulated  in  statutes,  whereby  it  can  be  revised  over  time, 
related  to  practice,  it  will  continue  to  be  the  most  difficult  to  work 
with. 

States  are  likely  to  follow  to  deal  with  this  in  their  statutes, 
those  States  that  do  not  have  it. 

This  concludes  the  comments  I  would  like  to  make.  And  I  would 
be  pleased  to  respond  to  questions. 

[The  prepared  statement  of  Mr.  Holder  follows:] 
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rir.  Chairnan,  I  aiJiirociate  the  opportunity  to  appear  before 
thii:  .iii;tip.qiii::hcd  subcormittee  to  discuss  the  reauthorization  of  the 
Child  Abu;:c.  Prevention  and  Treatment  and  Adoption  Reform  Act. 

A:,        introduction,  I  aw  currently  the  Director  of  the  Children's 
Divii:iorrof  Tho  ;>jnerican  Hmr.ane  Ass;ociation .     I  have  been  involved  in  state 
and  national  efforts  to  cotabat  child  abuse  for  the  last  fifteen  years.  I 
have  authored  books  on  the  subject,  designed  national  training  programs, 
taught  and  consulted  internationally  and  designed  and  evaluated  programs 
at  tho  state  and  local  level.     My  experience  includes  work  within  the  field 
of  child  protection  in  all  capacities:     as  a  direct  service  practitioner, 
administrator  and  planner  and  no--^  as  a  consultant  and  executive.  Pro- 
foiioionally  I  am  a  social  worker. 

The  /jncrican  Humane  Association  is  the  oldest  national  organization 
devoted  to  addressing  the  problem  of  child  maltreatment.    We  are  a  private 
non-profit  organization  based  in  Denver.     We  provide  a  wide  range  of 
services  to  state  and  local  agencies  including  consultation,  education, 
research  and  evaluation.    Through  our  professional  staff  and  forty  faculty 
located  around  the  co.mtry  we  maintain  a  keen  awareness  of  the  state  of 
the  art  on  chilcJ  protection  and  fluctuations  in  the  problem  of  child  abuse. 
We  are  a  membership  organization  led  by  a  national  board  of  directors. 

I  consider  the  qliestion  of  the  reauthorization  of  the  Child  Abuse 
Provontion  and"  Treatment  Act  from  the  perspective  of  what  preceded  the  Act, 
what  has  the  Act  done  and  what  is  the  status  of  child  abuse  and  child 
protection  efforts  tod^.y.     By  doin^  this,  recommendations  clearly  come  into 
focus.     Go  I  will  briefly  share  with  the  subcommitte  my  perception  of  the 
past  fifteen  year  history. 
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The  1967  anendmcnts  to  t:.e  Social  Security  Act  included  provisions 
for  rciitructurinq  child  welfare  services  nationally  and  for  separating 
social  isorvico::  from  econorr.ic  services.     There  was  a  specific  requirement 
that  child  welfare  uer^-iccs  must  be  accessible  and  available  in  all  juris- 
dicti-r.    of  each  state.     States  responded  by  reassigning  staff  and  redesign- 
ing prorjronis.     The  result  was  a  dilution  of  child  welfare  practice  expertise. 
In  l'3u7  Anerican  Hu.':;ane  conducted  and  published  a  nationwide  survey  of  the 
st.ito  of  child  protection  practice.     The  survey  id^:ntified  the  following: 

.  Ilo  state  and  no  coircnunity  had  d*-.-oloped  a  child  protective 
ser^•ice  progran  adequate  in  size  to  meet  the  service  needs  of  all  reported 
cases  of  child  neglect,  abuse  and  exploitation. 

.  Much  of  what  was  reported  as  child  protective  ser^'ices  was  in 
reality  non- -specific  child  welfare  services,  or  non-specific  family  services 
in  the  context  of  a  financial  assistance  setting'.    Wliile  the  spirit  and 
intent  to  serve  nucjlected  and  abused  children  was  present  in  many  of  the 
reported  prorjrans,  when  evaluated  in  terms  of  identifiable  and  specific 
child  protective  services,  it  was  often  no  more  than  a  token  program. 

.  AL-nost  two-thirds  of  the  47  states  which  reported  a  protective 
service  proc;iMn  were  found  to  lack  total  geographic  coverage  within  the  state. 

.  ivor.ponsibility  in  the  department  of  welfare  at  the  state  or  local 
level  for  services  to  abused  children  under  the  state  reporting  law  varied 
considerably. 

.  Date  submitted  by  state  departments  of  welfare  quite  consistently 
describ^jd  child  welfare  staff  as  not  fully  trained. 

Fifty  percent  of  the  states  reported  a  need  for  change  in  the 
stato  law  to  nore  clearly  define  protective  services  and  emotional  neglect. 
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.  l\-o-i]nidj  nt'  till'  !;tat.u::  expressed  a  need  for  more  adequate 
ncinq  to  -uprort  a  better  child  protective  service  program. 

.  !jir.ety-two  percent  of  the  states  listed  a  need  for  nore  staff 
for  better  .-qualified  staff  to  improve  their  child  prot.jctive  service 

,  Somewhat  more  than  one-third  of  the  states  cited  a  need  for 
:  coop-ration  from  community  resources,  especially  from  courts  and 

*<.«  •  ^  variety  of  reasons  almost  all  states  statutes  governing 

Id  abur.o  and  neglect  matters  wore  less  than  adequate. 

^         In  summary,  our  country  entered  the  1970 's  with  limited  knowledge 
ut  tho  problem  of  child  abuse  and  neglect,  compounded  by  ein  unfocused 
vice  sy.-^tcm,  poor  programs  and  unqualified  personnel .     The  resulting 
poni:e  to  this  social  problem  could  be  descirbed  as  fragmented  and 
•rofer.riional .  - 

Part  of  the  motivation  behind  the  Child  Abuse  Prevention  and 
ratnont  Act  was  to  improve  the  condition  of  child  protective  services. 
1975  the  field  was  bolstered  by  the  federal  legislation  and  the  National 
Iter  on  O-iild  Abuse  and  Neglect  (MCCAIJ)  .     The  issues  were  clear.  Child 
Ltreatment  was  a  problem  that  the  country  needed  to  address  through 
j-elopmor.t  of  knowledge,  public  awareness  and  programs.    There  is  no 
estion  that  NCCAIJ  has  had  a  profound  i.T.pact  on  the  enhancement  of  efforts 
sociated  with  child  protective  services.     Much  has  occurred  since  1975 
d  as  a  result  of  NCCATJ's  influence: 

.  Throughout  the  last  eight  years  NCCATJ  has  funded  a  vast  number 
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ol-  rc.s.-arch  arui  denon^^t  r.a  ion  projects  in  all  parts  of  the  country.  Fron 
that  activity  there  has  boon  a  tror»enc2ous  broadening  of  the  knowledge  base 
al.our  .:t-.il.i  rridltreatnent.     More  is  Vmovm  about  the  nature  of  th^i  problem, 
the  fcplo  who  arc  caiicjht  in  the  grip  of  the  problem  and  the  most  appropriate 
and  Cilfoctivn  nethods  for  addressing  the  problem. 

I'ublic  and  professional  awareness  has  increased  considerably 
in  t...rr,L.  of  recognizing  the  seriousnoL^G  of  the  problen  and  the  responsibil. -.y 
to  ificnCiify  cai^rjs. 

A  r.aior  oriphacis  has  been  given  to  identifying  and  reporting 
abi::;ivo  or  r.:gl -ctf ul  r.iuiationa.  States  redesigned  ir.cake  systenis,  re- 
d.>f-r..>.i  .jli  jil-Llity  cri'uoria  and  have  experienced  huge  increases  in  referrals. 

All  ■:tatG::  revi:;cd  and  iriproved  their  child  abuse  statutes; 
cioncrally  r.pci'nir.q ,  thorc  1-3  now  a  soundness  and  consistency  in  lavs  among 
states. 

Mi  -jlutKiii  have  improved  their  data  collection  capability  ao 
th.it  i>itter  information  exists  about  cases  reported,  characteristics  of 
fan-^llie:.  and  the  r';:L;ponse  of  the  social  service  system.     This  has  also 
rcnultt.d  in  r.i:ional  data  about  the  problem  of  child  maltreatment. 

Training  efforts  have  increased  along  with  higher  quality  of 
tr.V.ninj,  noro  r.yr;tonatic  approachea  to  educating  staff  and  vastly  improved 
education  re:ioarceG  in  the  form  of  literature,  films,  etc. 

.  vvich  was  accomplished  in  the  area  of  multidisciplinary  involve- 
ment,    prior  to  the  NCC;^rs  efforts,  the  public  social  i;ervice  worker 
worked  prinarily  alone.     tJow  a  wider  range  of  pcofessionalts  participate 
in  child  protnctivo  ser^/ices.     Multidisciplinary  teams  participated  in 
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over  ono-thinl  of  VJit;  nounl.iea  in  1'>.78.     Many  states  have  established 
mult iJi:;ciplinarv  advisory  co;nnittoes. 

.  On  the  basis  of  other  NCCAN  work  practice  standards  have  been 
dovdlupud  which  define  the" parameters  of  acceptable  child  protection 

.  7ht!  (jciieral  activity  in  the  states  has  been  great  as  infi^uenced 
by  the  riCC*!-*:  state  grants.     Stotoi;  have  used  the  grants  creatively  to 
strrinqthen  r.hc;  child  protection  programs.     In  summary,  states  have  use 
the  qr.mtij  in  these  wayu : 

To  eijtablich  or  refine  information  collection  systems; 

To  establish  and  operate  hotline  telephone  systems; 

TO  establish  or  strengthen  the  child  protection  program  by  setting 
up  pouitionii  or  work  units  and  through  program  design  and  development; 

To  establish  volunteers  and  parent  aide  programs; 

To  tfstabliiih  comprehensive  emergency  services; 

To  provide  access  and  obtain  specialized  training,  consultation 
arul  tuchnicil  assistance; 

To  establish  or  increase  treatment  services  such  as  counseling, 
evaluation  or  hor.K maker  services; 

To  conduct  public  awareness  campaigns . 

In  abnost  all  circumstances  states  sought  other  funding  to  continue 
initiativo;;;   in  over  50°.  of  tho  states  activities  15equn  with  the  NCCUi 
jitar.e  '':r:int:'.  have  continued  with  state  or  private  money. 

In  nujrjnary,  N'CCAIJ  has  been  the  single  most  imrortc^nt  influence 
in  t:h.^  child  protection  field  since  1975.     It  has  been  successful  in  three 
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way:-.:  (I)  •ilt^vat.intj  t.hts  awarone:;:,  of  child  abuse  as  a  significant  problem ; 
(2)  providinq  the  impetus  for  program  improvements;  and  (3)  increasing  the 
knciwlctiqo  base  about  child  abuse. 

.  Wioro  are  we  now?    What  are  the  conditions  of  the  child 'maltreat- 
no  nt  prohl<.*n  ncr^'?     Are  we  effectively  managing  the  problen  now?  Actually, 
th..-  fact:;  are  sad.     The  problem  of  child  abuse  is  growing.     The  latest 
national  data  (lOBl)   showc  B50,980  cases  reported.     Furthermore,  other  data 
int!it;at:i5  that:  for  every  child  known  to  CPS,  there  are  two  others  known  by 
prof«i:-.r.ional:; ,     T)iis  reprost-ntn  only  what  is  known,  not  incidence.  Some 
estinat,.:  that,  for  every  known  case  there  are  ten  children  abused  who  are 
not  Knovn  to  agencies.     These  facts  suggest  that  from  two  to  threo  million 
cJ'.iMron  arr-  at  risk.     No  other  childhood  problem  is  as  great.     This  is  a 
mo/.t  serious  social  problem.  ^ 

.American  Humane  has  just  completed  a  survey  questioning  the  current 
status  of  child  protection  effort.     The  results  are  alarming.     During  the 
past  year; 

.   PoCerrals  Cor  CPS  services  have  increased 

.  Ti\Q  severity  of  client  pL^iiiti»s-have  increased 

.  The  percent  of  clients  in  crisis  precipitated  by  economic 

J  rf^hlcr.s  has  increoiied 

.  .".ost  services  and  multidisciplinary  consultation  are  at  the 

sar;o  l.-vel  or  loss 

.  Out-of-b.one  placement  is  probably  on  the  increase 
.  Loqal  inter"«fontion  is  increasing 

.  One-third  of  the  iigencios  are  narrowing  eligibil:-:y  standards 

at  intake 

.   runcUnf;j  Cor  Cl'S  has  decreased 
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Through  our-  contat:t  with  the  field  we  are  finding  that  many  utates 
are  docroajincj  iitaff  and  reduciny  administrative  support  services  such 
a:j  con.']  ul  Cat  ion  and  training. 

Malpractice  litigation  against  agoncjei;  and  workern  is  flourish- 
iiu.;,     .;r.,v\:  concern  is  beinr;  raised  ovjr  child  fatalities,  particularly 
where  a.jencioi;  have  been  involved  with  f.imilies.     From  New  York  to  California 
rodia  is  inquirip.rj  into  the  quality  of  practice  in  child  protective  services. 

/ur.orican  Hu.-nar-  has  conducted  a  number  of  field  evaluations  and  ' 
fi;id  that  the  quality  of  work  is  generally  suspect  in  most  places.  Most 
etfort  goe:;  into  investigatihg  reports;  little  is  done  with  regard  to 
treatment.     Recidivism  is  SQ\  in  most  places.     Practice. .is  unsystematic, 
imrL-l.;ivo  and  superficial.     Decisions  are  usually  based  on  inadequate 
inforrjtion,  lack  of  input  and  not  necessarily  related  to  client  circum- 
stances.    We  are  currently  conducting  a  study  in  which  counties  show  wide 
variation  in  decision  making;  however,  we  cannot  determine  differences  in 
the  counties  to  explain  the  variation.     It  appears  that  decision  making 
is  random  or  idiosyncratic.     A  previous  study  on  foster  care  placements 
indicated  that  decision  making  was  random,     in  most  states  supeivision  of 
workers  is  insufficient  and  inadequate. 

In  summ.ir'/,  the  current  state  of  the  art  in  child  protective 
services  is  marginal  to  poor.     This  is  not  an  indictment  of  ^hose  who  deliver 
the  services,  most  of  whom  are  well  intentioned  and  committed  people.  The 
problem  with  service  quality  is  not  ignorance.     Sufficient  knowledge  exists 
to  do  quality  practice.     It  is  easy  to  understand  that  poor  quality  issue 
in  view  of  the  ir.crease  in  child  abuse,  rising  caseloads,  reduction  in 
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effort  and  the  apj.arent  Inck  of  priority,  that  we  as  a  society  place  on 
protecting  children  who  are  at  risk. 

The  situation  is  bad  but  better  than  in  the  early  1970 ;5.  This 
is  true  because  of  the 'work  of  the  NCCAN  and  particularly  because  we  are 
bettor  equipped  with  knowledge  to  combat  the  problem.     The  field  has^moved 
forward  due  to  NCCATJ,  but  cannot  respond  adequ&tely  because  of  such  things 
as  overload,  worker  incompetence,  inadequate  supervision ,  inadequate  leader- 
ship,  lack  of  resources  and  inadequate  community  support. 

NCCATI  is  needed  now  as  much  as  ever  but  for  different  reasons. 
Mationally  ve- must  become  concerned  with  quality  of  practice.  Therein 
lies  MCCAiru  rolo.     There  is  and  always  has  been  a  clear  need  for  a  federal 
role  in  rnqulating  the  quality  of  practice  in  child  protective  services. 
In  the  sane  yense  that  an  apenr^ectomy  is  performed  in  the  same  way  in 
Miami  as  in  Seattle,  so  should  child  protective  services  be  performed 
uniformly  and  in  accordance  with  accepted  standards.     This  is  critical 
because  child  protective  services  involves  such  sensitive  areas:  civil 
rights,  family  maintenance,  govemmeht  intervention. 

I  am,  therefore,  recommending  reauthorization  of  the  Child  Abuse 
prevention  and  Treatment  and  Adoption  Refonn  Act  and  the  National  Center 
on  Child  Abuse  and  Neglect.     Fur*   ormore ,  I  recommend  that: 

.  UCCA.M  bo  given  a  standard  setting  function  with  due  regard  to 
state  autonomy.     This  function  could  be  strengthened  through  federal 
funding  reqaircnents  and  stipulation.     This  role  should  be  designed  and 
inplenentod  through  positive,  helpful  means. 

HCCfVl's  purposes  be  related  to  quality  of  practice  and  appli- 
cat  ion  of  knowledcje  . 
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•  NCCAN  cmphasizo  dissemination  of  information  and  knowledge 
gained  in  assertive  ways  and  in  association  with  its  standard  setting 
f  UTJCtion. 

.  State  grants  be  continued.  * 

.  NCCATI  continue  to  study  child  maltreatment  in  terros  of  the 

nature,  size,  change  in  the  problem  and  that  efforts  in  specialized  study 

continue. 

.  Some  effort  be  given  to  activities  for  preventing  child 
maltreatment.  •! 

.  Funding  be  increased  to  no  less  than  the  FY  1981  level  of ■ 
$30  million  as  a  reflection  of  the  need  for  this  country  to  show  its 
concern  for  its  children. 

Finally,  I  recommend  that  "mental  injxiry"  be  included  in  the 
definition  section  of  the  child  abuse  statute  for  these  reasons: 

.  Mental  injury  or  emotional  abuse  co-exists  with  other  forms 
of  abuse r  but^  is  also  manifested  as  a  discreet  form  of  abuse. 

.  Mental  injury  is  the  most  difficult  of  abuses  to  substantiate, 
in  part  because  it  has  not  been  defined. 

.  In  order  to  evolve  to  more  effective  intervention  in  mental 
injury  cases,  it  must  first  be  officially  recognized  in  statute. 

.  By  including  n.ental  injury  in  the  federal  statute,  there  is 
greater  likelihood  that  states  who  have  not  done  so  will  follow. 

Thank  you  Mr.  Chairman  for  this  opportunity. 

\ 
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Senator  Denton.  All  right,  Mr.  Holder.  We  will  withhold  the 
questions  until  all  three  have  offered  their  opening  statements. 
Dr.  Newberger.  u     .  i 

Mr.  Newberger.  Thank  you,  Senator.  I  have  chosen  as  the  title 
for  my  remarks  to  your  subcommittee,  'The  Helping  Hand  Strikes 
Again."  This  is  with  a  view  to  focusing  on  the  serious  and  unin- 
tended consequences  of  our  national  child  abuse  program.  The 
effort  focuses,  it  seems  to  me,  entirely  too  much  on  case  reporting, 
case  reporting  which  sometimes  leads  to  inappropriate,  heavyhand- 
ed  and  sometimes  harmful  intrusions  into  family  life. 

It  is  well  to  note  that  it  is  now  20  years  since  the  publication  of 
the  seminal  medical  article  by  Prof.  C.  Henry  Kempe  and  his  col- 
leagues in  Denver,  entitled  'The  Battered  Child  Syndrome." 

When  this  paper  came  out  in  1962  it  stimulated  an  outpouring  of 
editorial  concern  in  virtually  all  professional  and  lay  media,  and  it 
was  directly  associated  with  the  drafting  by  the  lead  agency  for 
children  in  the  Federal  Government,  the  Children's  Bureau,  of  a 
model  Child  Abuse  Reporting  Statute. 

By  the  end  of  the  1960's,  every  state  had  a  law  mandating  the 
reporting  of  child  abuse  to  authorities  who,  at  least  in  theory,  had 
some  ability  to  provide  some  rescuie  for  these  children. 

In  retrospect  I  think  it  is  of  interest  that  it  was  the  heyday  of  the 
civil  rights  movement  that  made  possible  the  fertile  ground  in 
which  this  seed  was  planted.  The  national  child  protection  move- 
ment that  flourished  in  the  1960's  could  only  have  done  so  at  a 
time  when  there  was  a  different  view  of  what  Government  could 
and  should  do  with  respect  to  protecting  children  and  to  supporting 
families.  ,  ,  „ 

But  the  halcyon  years  of  generous  and  humane  expansion  ot 
social  programs  during  Lyndon  Johnson's  day  appear  now  to  have 
passed.  Now  we  need  seriously  to  rethink  the  strategy  implicit  m 
this  legislation.  ,    ,    i_       ,  i 

In  the  early  1970's  a  substantial  literature  on  child  abuse  devel- 
oped, and  it  became  clear  to  those  working  in  the  field  that  people 
who  abused  their  offspring,  were  not  cruel,  sadistic  murderers. 
They  were  people  who  were  burdened  by  psychological  problems 
and  by  family  stresses.  They  were  people  whom  the  case  reports 
suggested  were  poorer  than  other  people  in  the  population.  - 
A  humane  philosophy  of  intervention  developed.  It  was  believed 
that  with  the  infusion  of  professional  resources,  and  with  love,  and 
good  will,  that  the  problems  like  child  neglect  and  child  abuse, 
child  sexual  abuse,  deprivation  of  medical,  educational,  and  moral 
supports  for  children's  growth  increasingly  would  be  acknowledged 
and  would  be  addressed.  . 

This  subcommittee.  Senator,  was,  formed  in  1971.  partly  in  re- 
sponse to  the  recommendations  of  the  1970  White  House  Confer- 
ence on  Children.  In  1974  Public  Law  93-247  was  passed,  there  was 
debate  much  as  now  about  whether  resources  should  be  allocated 
preferentially  to  treatment  or  to  services,  as  Mr.  Holder  has  just 
stated,  or  whether  resources  ought  more  to  be  committed  to  re- 
search, to  coordination,  to  prevention. 

There  was  debate  as  to  whether  or  not  physical  abuse  as  opposed, 
say,  to  psychological  or  mental  injury,  should  be  the  focus  of  atten- 
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tion.  And  there  were  countervailing  arguments  in  the  literature 
and  among  distinguished  committees. 

The  Federal  personnel  in  the  Children's  Bureau  took  the  view 
which  I  have  characterized  as  the  view  of  the  service  idealists,  that 
the  thing  to  do  was  to  define  child  abuse  as  broadly  as  possible  in 
order  the  children's  cases  might  come  to  light,  and  that  hopefully 
some  humane  and  appropriate  response  would  follow. 

The  countervailing  view,  expressed  mainly  by  the  civil  libertar- 
ian branch  of  the  American  law  community,  was  concerned  about 
the  possibility  of  dangerous  intrusions  into  family  life. 

In  retrospect,  it  appears  that  the  service  idealists  won  the  argu- 
ment. At  this  time  no  one  could  have  foreseen  the  prevalence  of 
child  abuse  as  it  has  now  been  established  by  a  variety  of  surveys, 
and  no  one  could  have  predicted  that  case  reports  would  rise  from 
the  7,000  to  8,000  range  in  1968  to  over  700,000  case  reports  in  the 
last  year.  In  the  household  survey  reports,  the  estimates  far  exceed 
the  case  reports. 

With  respect  to  sexual  abiise,  it  appears  that  1  in  10  boys  and  1 
in  5  girls  will  have  had  one  or  another  sexually  victimizing  experi- 
ence by  the  time  they  reach  the  end  of  adolescence. 

With  respect  to  physical  abuse,  it  is  clear  from  the  surveys  that 
there  are  between  1  million  and  4  million  serious  incidents  each 
year,  and  that  3  in  100  American  children  will  at  one  or  another 
time  face  their  parents  with  a  knife  or  a  gun. 

Senator  Denton.  Excuse  me.  Could  you  repeat  that  last  sentence, 
please? 

Mr.  Newberger.  At  one  or  another  time,  3  in  100  American  chil-  . 
dren.will  face  their  parents  with  a  knife  or  a  gun. 

This  is  from  the  survey  by  Murray  Straus,  Richard  Gelles,  and 
Suzanne  Steinmetz,  published  in  the  book,  "Behind  Closed  Doors," 
2  years  ago. 

Now,  in  every  State  we  face  a  vexing  and  cruel  dilemma.  In 
many  cases  the  only  way  that  social  services  such  as  homemaker 
services,  daycare  services,  or  social  work  counseling  services  can  be 
gotten  to  families  is  by  the  making  of  a  child  abuse  or  neglect  case 
report.  What  used  to  be  child  welfare  services  in  this  country  have 
increasingly  become  child  protection  services. 

And  the  question  now  needs  to  be  raised:  Are  they  indeed  pro- 
tecting children?  Well,  without  question  in  my  view  in  many  cases 
they  are.  But  in  many  cases,  they  are  not. 

Sometimes  the  only  resources  which  are  available  are  hurtful.  In 
many  localities,  children  are  placed  in  foster  home  care  at  the  first 
rather  than  as  the  last  resort.  There,  they  can  languish  unattended 
for  many  years.  Often  the  physical  and  psychological  handicaps 
which  may  have  led  to  problems  with  their  parents  in  the  first 
place  go  unattended. 

More  frequently,  the  reports  themselves  are  incompetently  ad- 
dressed, and  the  situation,  with  respect  to  the  provision  of  child 
protection  services  in  this  country  at  this  time  in  my  view  is  noth- 
ing less  than  scandalous.  This  has  resulted  in  several  class  action 
suits  around  the  country  and  in  several  court  orders  to  ameliorate 
these  services. 

There  is  a  rich  irony  in  this.  The  promise  implicit  in  the  child 
abuse  reporting  laws  has  become  an  empty  promise  for  many  chil- 
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dren.  This  is  all  the  more  regrettable  in  light  of  present  knowledge 
about  what  we  can  do  effectively  to  treat  and  to  prevent  child 
abuse. 

Unfortunately,  however,  the  issues  go  beyond  the  acts  of  report- 
ing. I  would  like  to  report  briefly  on  a  study  that  my  colleague, 
Robert  Hampton,  a  sociologist  at  my  hospital  and  at  Connecticut 
College,,  are  completing.,  which  suggests  that  it  is  class  and  race, 
not  severity  of  inj  .ry,  that  may  drive  hospital  reporting  of  child 
abuse. 

We  have  done  an  analysis  of  the  national  incidence  study,  which 
the  National  Child  Abuse  Center  in  response  to  this  legislation  sub- 
mitted to  the  Congress.  We  looked  at  patterns  of  reporting  from 
hospitals  around  the  country  and  attempted  to  dissect  from  the  es- 
timated 77,000-odd  cases  that  were  seen  between  1979  and  1980 
which  factors  identified  who  would  be  identified  and  reported  for 
what. 

Hospitals,  as  you  would  expect,  identify  many  more  cases  of 
physical  abuse  than  other  agencies.  This  is  a  study  that  was  unique 
in  its  ability  to  measure  which  cases  were  selected  for  reporting, 
the  first  such  systematic  undertaking  of  its  kind. 

The  ethnic  and  social  class  distributions- of  the  report  suggest  a 
significant  underreporting  of  white  and  more  affluent  families.  Se- 
rious injuries  were  often  unreported.  Fewer  than  half  the  cases 
which  should  have  been  reported  were  not  reported.  The  findings 
suggested  that  class  and  race,  not  severity,  defines  who  does  and 
who  does  not  get  reported  by  hospital  personnel  j 

And  it  suggests  that  the  reporting  process  contributje^  to  a  wide- 
spread myth  in  this  country  that  the  families  who  abuse  their  chil- 
dren are  poor  people,  members  of  ethnic  minorities,  and  members 
of  socially  margin  populations.  The  problem  we  face,  it  seems  to 
me,  is  that  when  we  identify  problems  as  poor  people's  problems, 
we  often  mandate  poor  services  for  them. 

To  make  matters  worse,  we  have  unfortunately  a  trend  across 
the  country  increasingly  to  criminalize  child  neglect  and  child 
abuse,  to  make  reports  to  police  and  to  district  attorneys  where  the 
social  work  agencies  are  failing. 

At  issue,  I  will  say  in  closing,  is  not  v/hether  to  narrow  the  child 
abuse  reporting  laws.  I  think  this  must  be  done.  The  question  is 
whether  or  not  we  are  going  to  provide  help  or  punishment  to 
these  families.  ,         j-  • 

I  very  much  favor  a  redirection  of  our  resources  in  the  direction 
of  prevention  and  with  respect  to  those  uncharted  areas  of  knowl- 
edge that  will  enable  us  to  use  what  we  have  in  a  more  parsimon- 
ious and  efficient  way. 
Thank  you  very  much. 

[The  prepared  statement  of  Mr.  Newberger  follows:] 
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Twenty  '/«ar»  aftec  the  publication  of  the  influential  medical  ceportr 
"The  Battered  Child  Syndrome , i t  Is  well  to  reflect  on  the  significance  and 
the  effectiveness  of  the  modern  child  protection  movement.    This!  paper  stim- 
ulated an  outpouring  of  editorial  concern  in  professional  and  lay  media.  The 
U.S.  Children's  Bureau  promulgated  a  model  child  abuse  reporting  law.     By  the 
late  1960 's>  all  states  had  laws  itnandating  the  identification  and  reporting 
of  abused  children.    Although  the  problem  had  been  documented  for  as  long  as 
we  have  had  records  of  mankind,  and  notwithstanding  a  century-old  activism 
against  cruelty  to  children  vn  the  United  Statesr  It  is  notable  that  it  took 
a  niedical  article>  and  a  recasting  of  child  abuse  as  a  medical  syndrome^  to 
stimulate  a  broad  national  concern.^ 

In  retrospect,  it  :is  notable  that  this  concern  coincided  with  the, 
civil  rights  movement  of  the  1960  's»  a  time  of  concern  for  the  rights  of  dis- 
advantaged people*  including  children,  a  time  when  it  was  widely  believed 
that  5t^te  and  national  governments  had  not  only  the  ability,  but  the  respon- 
?;bi.lity.  to  provide^  protect,  and  shelter  where  families  could  not. 

By  the  early  1970's.  a  substantial  clinical  literature  and  experience 

had  accrued.     It  came  to  be  generally  understood  in  professional  circles  that 

people  who  abused  children  only  rarely  were  cruel,  sadistic  murderers.  They 

were  troubled,  burdened  by  psychological  and  faioily  problems;  and  they,  could, 

and  should  be  helped,  through  treatment,  more  adequately  tq,  protect  and  to 

nurture  their  offspring.      Case  r epor t  statistics  suggested  that  far  the  maj- 

4 

ority  of  the  victims  lived  in  poor  families. 

A  humane  philosophy  of  intervention  evolved  in  the  first  decade  after 

the  publication  of  "The  Battered  Child  Syndrome"  article.  Physical  child 

abuse,  and  its  intervention,  was  increasingly  perceived  to  be  associated  with 

otner  hi:man  problems  which  could  respond  to  an  infusion  of  professional 
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jLtent:on  and  personji  good  will  <and  affection:     child  neglect,  child 
sexual  abuse,  and  deprivation  of  medical,  educational,  and  moral  sjptxjjts 
for  a  child's  growth. 

In  FoDruary,  1571,  j   ;.S.  Senate  Subcorim   t<»e  on  Children  and  Vouth 
was  crea::ed.     W:*,h  no  authority  over  existing  prograns,   it  became  a  forum 
:oc  advancing  proposals  made  at  the  1970  White  House  Conference  on  Children. 
The  need  for  a  coherent  federal  role  in  the  identification,  prevention, 
and  treatment  of  abused  and  neglected  childre.T  srimulated  the  drafting  of 
l^-gi^laticn.     T.^.o  discussions,  and  politics,  which  culminated  in  the  sign- 
ify of  Puolic  Law  93-247  in  1974  have  been  described  clearly 'by  Ellen  Hoffnian, 
wl-o  served  as  staff  Director  of  this  Subcommittee.   .Among  the  poin':s  of 
conflict  at  the  time  were  the  extenfto  which  resourcss  should  be  committed 
to  researcn  or  necvices,  and  the  appropriate  role  of  the  federal  government, 
^.n  Ellen  Hoffman's  words: 

"Another  priority  question  revolved  around  whether 
li-.ft  limited  resources  under  the  Act  should  be  directed  pri- 
marily at  the  children  who  are  abused,  children  who  are  neg- 
lected, or  boch.     The  original  Senate  bill  did  not  even  define 
"abase"  and  "neglect."    It  was  felt  to  be  unnecessary  because 
tl>e  law  was  to  be  a  program  of  services,  research  and  the  like, 
not  a  punitive  or  regulatory  measure.     Moreover,  an  attempt 
at  a  federal  definition  might  work  unnecessary  hardship  on 
states  and  localities,  which  already  had  widely  varying  defini- 
tions in  their  own  laws.     The  House,  however,  did  insert  a 
definition  tJ-.at  included  not  only  physical  but  also  mental  in- 
jury. 

"The  authors  of  the  bill  had  no  illusions  that  it  would 
service  all  of  the  families  implicated  by  reports  of  abuse  or 
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neglect  so  widely  defined.     Thus  was  a  political  judgement 
based  on  the  recognition  that  funds  available  for  the  nev 
ptcqrim  would  not  be  adequate  to  provide  services  even  to 

/tnose  children  and  families  already  defined  as  needing  them. 
"Thus,  although  there  is  not  statutory  statement, 
th»j  leg  1  slat  I  ve  his  tot  y  { testimony' ,  committee  reports  ,  and 
floor  statements)   reflects  the  clear  intent  of  Congress  that 
priority  be  given  to  helping  children  who  are  the  victims 
of  pnysical  abuse. "^(pp.  168-69) 

This  may  have  beeti  the  intention,  but  many  physici:3:     ,ind  social 
I 

workers  in  this  field  of  practice,  and  officials  in  the  Children's  Bureau, 
aFp<?ar  to  hflve  construed  the  mandate  for  the  National  Center  on  Child  Abuse 
yna  Noglecc  differently.     When  the  time  came  to  stipulate  a  definition  of 
child  aL'd.sij   n  stite  statutes  as  a  condition  for  eligibility  for  the  states' 
shares  of  t'ed»^rj\l  funds^  officials  in  the  Department  of  Healths  Education, 
and  Welfare  defined  child  abuse  broadly,, and  they  elaborated  a  long  list  of 

profession  lis  to  be  mandated  to  report.    This  action  was  taken  notwithstanding 

I 

a  growing  concern  among  a  different  professional  community  thvit  unless  the 
flow  of  case  reports  into  the  child  welfare  service  system  were  controlled, 
the  system  could  be  overwhelmed.    This  view  was  expressed,'  in  fact,  in  the 
report  of  an  expert,  commission  to  study  cnild  abuse  reporting.^    The  debate 
between  the  service  idealists,  who  would  open  wider  the  portals  of  entry  in 
tJ-;e  service  system,  and  the  civil  libertarians,  who  were  concerned  with  the 
pi'spoct  oi  more  inconipotent  and  damaging  intrusions  into  family  life,  appears 
to  t.ave  been  cosolved  in  favor  of  the  idealists.? 

At  this  time,  no  one  could  have  foreseen  that  the  prevalence  of  child 
abLioe,  however  narrowly  defined^  was  far  greater  than  was  believed  at  the  time 
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of  the  publicjticn  oi  the  "Batneted  Child  Syrdcomt**  papoc  or  the  signing 
o£  Public  Law  93*247.     Where  7000  to  9000  reports  were  received  nationally 
m  1967  and  I?68,  over   '00.000  were  received  in  1978.^    Estimates  o£  severe 
inflicted  injuries  to  cfulriren  deriving  not  from  case  reports,  but  from 
hous<»hold  surveys,  range  fcon  one  to  four  million  incidents  pec  year.^*^^ 

Nor  was  It  possible  to  predict  that  the  huniane  and  generous  expansion 
of  scx;ial  programs  during  the  administration  of  Lyndon  Johnson  would  contract 
m  the  year  J  since  the  national  child  abuse  program  was  passed.     I  have  no 
(ioutst  that  had  professionals  like  me  known  then  what  we  know  now,  we  would 
nevur  have  urged  on  Congress,  federal  cfficials,  and  state  legislators  broad- 
ened ccnceptG  of  child  abuse  as  the  basiJ  for  reporting  legislation. 

For  we  now  see  in  every  state  a  vexing  and  cruel  dilemma.     In  many 
•f  not  most  jurisdictions,  the  only  way  to  got  social  services  such  as  day 

homenakers,  and  counseling  to  children  and  parents  is  to  make  a  child 
acjse  or  neqlect  case  report.     Child  welfare  services  have  to  a  great  degree 
tiKCCv.e  "pcoc'ective  services."    Are  they  protecting  children?    Without  question 
m  many  cases  they  are.     A  hig.'ier  level  of  awareness  of  child  abuse  and  neglec 
axor.g  professionals,  parents,  and  ci.ildren,  has  led  to  the  timely  identiri- 
catior.,  and  certainly  tr,e  rescue,  of  many  families  in  jeopardy. 

But  in  order  to  help  a  family,  a  physician  like  me  must,   in  effect, 
condemn  tne  parents  with  a  diagnosis  that  means,  implicitly,  that  they  are  bad 
parent:;.     Sonetinies,  the  only  resour  ces' available  are  hurtful.     In  many  local- 
ities. criilJren  reported  as  victims  of  neglect  or  abuse  are  placed  in  foster 
hoi.'.e  chz;'  J3  the  first,  rather  than  the  last  resort.    There,  ironically  and 
tr^qically.  they  nay  languish  for  years,  often  shuttled  around  from  foster 
hcmt  to  roster  hone,  ^r.d  their  health  and  emotional  needs  ate  often  cruelly 
r.«?<7lfcti*i  ::'/  i^g  very  system  designated  to  serve  them. 
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Or,  perhaps  mor«  fraquently,  th«  reports  are  unattended,  or  are 
given  the  moat  superficial  screening  and  review.    Theni  children  may  suffer 
wore  grievous  harras  until  their  injuries  may  come  to  light  in  the  criminal 
courts,  where  their  patents  may  be  prosecuted,  or  in  the  ever  more  frequent 
news  exposes  cf  failures  in  child  protection  programs. 

This  scandalous  situation  has  resulted  in  several  class-'action  law 
sui'vSr  in  which  those  initiated  in  Massachuset^^  by  the  Massachusetts  Committee 
for  Childr(?n  and  Youth  and  by  Greater  Boston  Legel  Services  have  recently 
led  to  court  orders  assuring  a  child's  right  to  a  timely  investigation  when 
she  or  he  is  the  subject  of  a  child  abuse  or  nuglect  case  report  and  speci- 
fying the  maximum  caseloads  which  protective  service  social  workers  can  carry. 

Ironically,  the  promise  implicit  in  the  child  abuse  reporting  laws 
has    become  an  empty  promise  for  many  children.    This  is  all  the  more  regret- 
able  in  light  of  present  knowledge  about  what  we  can  do  effectively  to  treat 
child  abuse. 

The  issues  we  face  in  this  area  of  practice  go  beyond  the  acts  and  the 
consequences  of  reporting,  however.    They  have  to  do  also  with  some  fundamental 
realities  of  the  provision  of  medical  cAre  and  social  services  which  are  un- 
comfortable to  mention  aloud  in  the  halls  of  tne  Senate. 

My  colleague  Robert  Hampton  and  I  are  completing  a  study  of  hospital 
recognition  and  reporting  of  child  abuse  which  documents,  to  the  extent  that 
we  can  determine  for  the  first  time,  the  pervasive  significance  of  class  and 
race  in  defining  who  gets  identified  and  reported  for  what.^^  .The  findings 
are  disturbing. 

The  study  IS  a  secondary  analysis  of  the  National  Study  of  the  Incidence 
and  Severity  of  Child  Abuse  and  Neglect  of  the  National  Center  on  Child  Abuse 
dnd  Neqiect.  the  data  for  which  wpt-   collected  between  May  1,  1979  and 
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Api'.i  30,  19yo,     A  caiijf'jl  effort  was  made  to  collect  data  on  a  sufficient 
nur-t>«?r  of  subjects  to  permit  an  extrapolation  to  the  national  experience. 
EiijhL  nundred  jnd  five  cases  of  child  ^t|se         neglect  came  to  the  attention 
ot   trio  r.c::pitjl:i  in  the  stjdy  during  the  year  of  examination.     A  projected 
♦•iitimate  of  77,3S0  cases  of  abuse  and  neglect  suspected  by  hospital  pro- 
[•?  jii  ionjls  war.  derived  from  this  number  by  weighting  and  multiplying  these 
c*f^itz,  employing  standard  sampling  methods.     Strict  criteria  f jr  inclusion 
in  the  national  incidence  measurement  had  been  articulated,  and  35,088  cases 
fell  within  tho  scop»?  of  these  definitions.     Compared  to  other  agencies  in 
the  :iamplei  ho.;pitals  identified  children  who  were  younger,  who  had  younger 
parents,  and  who  contain^jd  relatively  higher  proporti'-jns  of  families  In  urban 
arejs   (65. 8^  vs.   42.1%^   and  who  were  black   (254  vs.   16%).     There  were  no 
major  d  i  f  tt;f  »?nce5  between  the  hospital  and  other  agencies  with  respect  tc 
incume,  mode  of  :nedical  payment  (public  or  private),  proportion  of  single 

par'?itt  families,  sex  of  the  child,  and  other  demographic  factors. 

'   

Nation.illy,  approximately  652,000  children  met  the  operational.-^-' 

definitions  of  abuse  and  neglect  during  the  study  year,  of  whom  212,400  would 
have  i}»?en  known  to  the  local  child  protective  service  agencies. 

Hospitals  identified  many  more  cases  of  physical  abuse  than  did  other 
ageines.     (The  proportion  of  cases  in  this  category  alone  exceeded  the  pro- 
portion of  physical,  sexual,  and  emotional  abuse  cases  recognized  by  all  the 
other  agencies;  over  half  the  hospital  cases  were  in  one  or  another  category 
of  iSbuse .  ) 

The  study  was  unique  in  its  ability  to  measure  which  cases  were 
seltjt'.d  for  reporting.    Mever  before  had  a  systematic  effort  been  made  to 
identify  cases  before  reports  were  made  and  to  ascertain  the  differences 
be':w»?en  ihe  cases  which  were  reported  and  those  which  were  not. 
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'j1js3  du;tributicns  foe  all  c.^-ildcen  reported 


tci  cm  Id  prot-ectior-  agencies  as  alleged  victims  of  'abuse  ofVneglect  were 
siniUf  to  rht.-  sample  distribution,  but  th&rji  was  significant  under  t:*>por  ting 
whitr?  .ir.d  xoty  jfflj-^'it  f^.T.iiies. 

^^^^i^^^^ir^ql': ,  not.vith£tJ'd;ng  the  fact  that  hospitals  -dentify  mor^.- 
a-er;-^r>  cjs.^n  ot  child  abus-  and  negl'-ct  than  oth-r  agcncieT,  5.!r;cur.  injuries 
w.:..'  oft-^n   jn:  "pot  t».'d  . 

Alrnougr.  hospitals  repor   .■d  caces  of  abuse  and  neg  lec  t     i '  h  m  the 
•-,c.•p^•  ci  t  r.'j  :;tjdy  def^nitirns  more  frequently  than  did  other  agencies ."  they 
♦  iiLtrd  to  repoit  .ilrr.ost  i.alt-cf  the  cases  which  should  have  been  ^epor  ted.  / 

A  r.-ne  J'^notrjting  analysis  studied  in  detail  '       differences  between 
:.-{vjft.--d  jnd  unreported  ca  The  foUowin*:   factors  appeared  most  poweriully 

tj  aCf  'Ct  cjs'-  reporting:     mconier  the  rol  -  of  the  mother   in  "Tnaltreatment.  _ 
•.'Trot  :or.jL  Jbijse,   rac»?,  the  employment  of  tt^.e  mother,  sexual  abuse,  emotional 
no.jl'-ct.   the  r.uir.bor  of  vitims,  and  the  education  of  the  mother.  Disproportionate 
na:T,t:er3  ot   ^nreport-?d  cases  vere  victims  of  emotional  abuse,   in  families  of 
h;-:r.er  ir.ccr-.e,  whoiie  mott--r3  were  alleg*-d  to  be  responsible  for  the  injuries, 
and  ■«  ■  o  w»j :  •:■  w n  I  te . 

Thene  fmdir.gs  suggest  tnat  class  and  race,  but  not  seventy,  define  ^ 

♦  '2k 

who  .ioe-s  ar.d  wr.o  dees  not  get  reported  by  hospital  personnel  to  child  pro- 
tection a.joncies. 

Tr.ev  3i:gc'-^st  tha:  the  reporting  process  contributes  to  the  widespread 
Tiytrolcgy  that  tnese  problems  are  confined  to  people  who  are  poor  or  who  are 
memb..T3  of  etnnic  minorities.     This  myth,  that  families  who  abuse  their 
childron  ar-  different  from  the  rest  of  us.  has  led  this  country  to  ^entify 
Child  jDuse  and  negU-ct  as  "poor  people's  problems,"  for  which  we  have  created 
tr.3<]-.  t  lonally  proqrans  of  poor  quality*  programs*  which  like  the  current 
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national  c.Mlii  pt  .-t«-v'.  K'n  pr->]r.>m,  may  n»fr.e  out  punishment  in  the  guise 
o:  r.elp. 

As  if  tnis  we:e  not  enough,  wp  now  find  Ljcross  the  country  a  move- 
xt^nt  to  r-'imedy  !:ne  problems  in  tne  overburdened  child  protection  agencies 
oy  mJ-^ir.f;  it  C'»quic»jd  for  professionals  to  report  cases  to  police  depar  t.nents 
jnd  -.o  d        irt  -i^ttorr.eys.     Tr.'i   failures  in  our  ability  to  provide  help  to 
!:rojDlf'd   individuals  and  faT,ili'?s  jire,   it  would  appear,  being  addressed  by 
cr  imir.jl  i;  ir!G  f  jr.i  ly  problems  and  ,   unfor  tuna tel  y  ,  demean  ing  those  professional 
groups,  esp».'Cially  social  workers,  who  are  best  able  to  provide  help  to  abused 
ar d  neglected  children  and  their  parents. 

T^.o  data  froni  our  study  sugg^^st  that  were  reports  to  be  mandated 
to  nore  mtcusi        and  punitive  agencies,  even  fewer  white  and  more  affluent 
families:  '-(.uld  *-^o  reported.     Child  abuse  and  neglect  will  appear  even  more 
to  Eiv  tf.e  pcor  people's  problems  than  we  may  want  them  to  appear  to  be. 

To  ra^'.e  matters  worse,   the  Department  of  Health  and  Human  Services 
has  now  pr-.  Tiulga'.yd  a  regulation  which  requires  that  incidents  where  severely 
nand:   apped  infants  are  denied  medical  services  to  assure  their  survival  must 
be  r-eported  on  a  toll-free  number  to  a  national  clearing  house  or  to  local 
child  protection  agencies.     Signs  are  to  be  posted  m  ail  nurseries  to  announce 
tnij  policy.     Hospital*,  which  do  not  comply  risk  losing  federal  reimbur  semen- s 
foe  Services,   training,  and  research. 

This  policy  imposes  an  inappropriate  burden  on  agencies  which  are  in- 
adequately  equipped  to  do  what  they  are  supposed  to  do,  and  wnich  are  manifestly 
unprep.ired  to  investigate  medical  practices,  parental  suffering  and  grief, 
arid  hospital  prof-.'ssional  procedures.     It  represents  a  fur  t  her  extension  of 
the  notion  chat  tnrougr.  the  provision  of  cnild  protective  services,  we  police, 
an^'J  control,   family  life. 
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Th»r  child  pforL'Ction  movement  in  this  country  is  now  at  an  important 
crossroads.    We  must  decide  whether  our  objective  is,  truly,  as  the  laws  state* 
to  protect  children  and  to  strengthen  families  by  offering  help  to  them. 

By  Its  very  nature,  child  abuse  and  neglect  case  reporting  leads  to 
intrusions  into  cne  family.     This  is  necessary  to  assure  the  protection  of 
thousands  of  childiyn  each  year. 

My  concern  is  that  reporting  as  a  way  of  getting  services  to  families 
ran-/  no  longer  be  an  effective  national  policy  to  treat  child  abuse.  Rather, 
we  should  consider  the  needs  of  all  the  children  who  might  be  vulnerable  to 
maltceatTjent.     Through  a  national  progca.-n  focused  on  prevention,  addressed 
to  every  famly,  we  should  be  able  effectively  to  put  to  use  our  existing 
Knowledge  ..^^ 

■  Tr.e  essential  question  with  regard  to  child  abuse  reporting  is  not 
wn^thec  to  narrow  the  definitions;  it  is  whether  reporting  is  to  b«  the 
method  we  chose  to  treat  the  problem.     Reporting  has  not  been  a  wholesale 
failure;  but  it  hos  not  been  an  unqualified  success.     Reporting  of  child 
abuse  must  now  be  supplanted  by  a  marshaling  of  resources  toward  prevention, 
along  with  an  effort  to  train,  among  others,  physicians  and  medical  workers, 
more  appropriately  and  wisely  to  make  use  of  preventive  and  therapeutic 
resources. 
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ABSTRACT 

The  focus  of  profcssiomil  and  public  concern  wiili  child  al)usc  lias  l)ecn  on 
idenlificalion  and  reporlin^  of  ihe  victims:  Prevention  is  larjiely  ii^iiored. 
Tliis  is  in  part  due  lo  an  intellectual  failure  to  come  to  terms  with  theoretical 
issues  of  causality.  The  frailly  of  the  theory  base  may  be  more  responsible 
for  the  failure  of  programs  to  treat  child  abuse  than  the  lack  of  intervention 
resources. 

The  explanatory  theories  of  child  abuse  are  classified  into  unitary  and  in- 
teractive theories.  The  former  predominate.  AlthouRh  each  theory  contains 
iinporiunl  insijjhts  and  action  implications,  the  narrowness  of  each  ex- 
planatory framework  also  contributes  to  prevailing  mythi  ahout  cause, 
prevention  and,  cure.  Unitary  psycho<lyKflmic  theory  defines  and  Hmits 
much  current  protective  service  work.  The  focus  on  individuals  and  l!:e 
belief  in  thecw^yt.  vaiue  of  love  and  talk  obscures  familial  and  social 
dimensions  and  confines  intervention.  In  ecologic  theory,  child  abuse  is 
seen  as  a  symptom  of  disturbance  in  a  complex  ecosystem  with  many  in- 
leractinji  variables.  It  provides  a  more  holistic  conception  of  cause  and  ef- 
fect, with  more  useful  implications  for  prevention. 

Politically  plausible  preventive  actions  are  sug'^csted,  derived  from 
theories  of  etiolojjy.  Prevention  must  be  broadly  conceived  at  levels  of  in- 
dividual*  community,  and  society,  to  be  effective. 
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Korr.ssioSAL  ist)  puhlic  curiccni  with  ilic  incrcnsiiiely  visible  pruhlcni  o\  cliilcl 


X  abu'ic  hns  focused  primarily  on  idciuificniion  and  rcportinc  of  llic  victims. 
\V!icrc  in  1967  there  were  fewer  ilian  7.000  case  reports,  there  were  more  than 
700. (HIO  in  197S."  Virtually  e^ery  protcssional  in  contact  wiih  ciiiUlren  is.obliecd 
by  law-  to  repon  su-^pecied  cases.  Injhc  absence  of  sufficient  personnel  and  in  an  in- 
adequately developed  and  inanaeed  tjational  child  welfare  program,  nuic'n  harm  is 
done  to  children  and  families  in  the  (^aisc  of  helping  them.'^'  This  has  led  to  recom- 
mendations from  groups  such  as  the  Carnegie  Council  on  Giildren  and  the  Juvenile 
Justice  Standards  Project  of  the  American  Bar  Associaiion  to  recommend  greatly 
limiting  the  reach  and  authority  of  child  welfare  and  protective  services  and  family 
and  juvenile  courts.'* " 

The  president  of  (he  City  Council  of  Now  York  City  announced  oi\  October  9, 
1979  ihai  lier  office  would  investigate  t lie  ciiy's  system  of  providing  foster  homo  care. 
She  cited  a  death  rate  among  l  he  city's  foster  childreti  that  is  nearly  twice  the  national 
average  and  noted  that  IK  fvisicr  clnldrcn  in  the  city's  program  had  died  since  the 
begiiming  of  the  year,  vvith  at  least  Hvx'  of  the  deaths  attributed  to  maltreatment  by 
foster  parents.'*'  Otiier  inquiries  suggest  a  bleak  picture  of  services  for  victims  of 
abuse  and  neglect  even  though  tliey  are  reported  as  law  requires  to  child  welfare 
agencies.*'  "  A  recent  court  initiative  by  the  Massachusetts  Committee  for  Children 
and  Youth  attempts  to  redress  the  disparity  between  the  promise  of  help  implicit  in 
the  reporting  laws  and  the  failure  of  the  protective  service  effort  by  asserting  a  legal 
(as  vvell  as  moral)  right  for  children  to  be  protected  by  the  state  from  abuse  and 
neglect  m  their  homes.'"  It  is  well  to  note  that  this  concern  and  activisinis  necessary 
despite  public  pronouncenienis  of  support  for  children.  1980  vvas  the  International 
Year  of  the  Child  and  the  20th  anniversary  year  of  the  United  Nations  Declaration  of 
the  Rights  of  the  Child  that  codiHed  a  child's  right  to  protection  from  harm:  "The 
child  shall  be  protected  from  all  forms  of  neglect,  cruelty,  atid  exploitation/*'"" 

What  accounts  for  the  failure  adequately  to  provide  services  tltat  protect  cliildren 
from  harm,  despite  clear  public  statements  of  concern  and  well-developed 
mechanisms  for  reporting  children  who  are  at  risk?  This  discrepancy  may  be  explain- 
ed in  pan  as  a  consequence  of  limitations  in  the  ways  in  which  wc  think  about  the 
causes  of  child  abuse,  which  give  rise  to  myths  about  its  prcveniioh  and  treatment, 
reflected  in  turn  by  policies  that  do  not  work.  . 


In  the  child  abuse  literature,  insufUcieni  attention  has  been  given  to  the  nature  of 
the  processes  whereby  etiologic  formulations  arc  made  and  tested,  and  thus  to  the 
validity  of  the  tiieories  used  to  esplain.  and  to  generate  strategies  to  prevent  and  to 
treat  child  abuse.  The  I'railty  of  the  iheory  base  may  be  more  rcsptmsiblc  for  the 
failure  of  programs  to  treat  child  abuse  than  the  lack  of  intervention  resources/'" 
To  target  adequately  efforts  at  prevent ioH  will  require  first  a  reckoning  with  the 
etiology  of  child  abuse.  This,  in  turn,  cannot  he  understood  without  a  formal  coming 
to  terms  with  the  assumptions  and  limiiiatiof.s  implicit  in  various  theoretical  ap- 
proaches. 


THE  IMPOUTANCK  01-  THKOKY  CONSTRUCTION 
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Tlic  process  of  ilicory  c(Mistruoili>n  in  rcgartl  \o  child  abii^^c  began  in  1%2.  when 
Henry  Kenipc  and  Wis  colleagues  ai  ihc  UniverMty  of  Colorado  Medical  Ccnicr 
surveyed  : he  landscape  and  c:»lled  to  public  aiteniion  sonieihinc  ihai  physicians 
hadn't  noted  belore.  th;»t  cliildren  were  being  injured  nonaccidenially.  He  called  this 
"The  Baiicred  Child  Snydrome."'*"  The  process  began  with  the  discrimination  of  a 
phenomenon  and  giving  it  a  name. 

Even  though  child  abuse  was  known  to  exist  for  centuries,  it  was  not  identified  as  a 
discrete  entity  apart  from  a  swirl  of  childhood  misfortunes  associated  with  tumult  In 
family  and  soeiciy.  The  next  task  in  the  development  of  the  field  was  ilie  generation 
of  hypotheses  about  why  this  phenomenon  occurred.  At  this  early  point  in  the 
development  of  theory  simple  cause  and  effect  relationships  were  identified.  In  other 
words,  the  implicit  assumption  in  the  search  for  etiology  was  that  a  single  powerful 
fact(n  could  be  found  that  winild  imiversally  explain  why  children  arc  abused.  As 
several  Inctors  were  identined,  one  by  one.  each  gave  rise  to  imitnry  theory,  i.e.,  a 
siuLiie  facior  lormulatioii  of  ihe  origins  of  child  abuse,  and  each  theory  carried  with 
it  implications  for  action. 

For  example,  child  abuse  has  been  explained  as  the  direct  product  of  parenial 
psyciiopaihology,"^'  With  a  unitary  psychodynaniic  theory,  parental  psy\:hological 
characteristics  arc  considered  the  primary  determinants  of  child  abuse,  and  must  be 
understood  in  order  for  a  treatment  to  take  place.  This  theoretical  orientation  in 
tact,  guides  most  modern  child  welfare  work.  As  with  all  theories,  its  action  conse* 
quences  clerive  from  how  the  problem  is  understood.  And  to.a  great  extern. the  limits 
of  current  protective  service  work  derive  from  a  relentless  focus  on  individuals  and  a 
collective  belief  in  the  curative  value  of  love  and  talk. 

As  the  Held  has  developed,  there  has  been  an  increasing  appreciation  for  the  varie- 
ty and  complexity  o"  etiology,  whicli  has  produced  :in  approach  to  theory  that  can  be 
described  " interaciive.  In  other  words,  etiology  is  understood  not  as  the  product  of 
a  single  pv)  >verful  factor,  but  as  the  consequence  of  intci.ictions  among  several  fac- 
lors.  For  example,  child  abuse  might  be  explained  as  the  consequence  of  effects  of 
stress  on  vulnerable  personality  types.  The  aciion  consequences  would  include  atten- 
tion both  to  situations  or  conditions  that  produce  stress,  as  well  as  counseling  around 
cs  of  personal  adaptation. 

.vluch  oi'  the  thinking  in  the  Held,  however,  still  rests  on  unitary  hypotheses,  and 
tiicsc  have  given  rise  to  myths  of  cause,  prevention  and  cure  that  have  hampered  ef- 
forts to  effect  meaningful  change. 

In  Table  I  arc  outlined  major  theories  that  have  been  applied  to  explain  the 
ciioioGv  of  child  abuse;  n^yihs  of  cause,  prevention,  and  cure  that  have  arisen  from 
too  narrow  a  focus  on  one  or  another  of  these  explanatory  formulations,  and  prac- 
lic't  implicatiotKs  contained  within  these  approaches. 

tuLli  of  these  unitary  theories  has  provided  a  focus  and  generated  research  that 
ha;  expanded  our  understanding  of  the  origins  of  child  abuse,  but  they  ace  each 
limited  lo  one  explai^ajory  lens  focused  on  one  pari  of  a  complex  picture.  As  a  field 
develops  in  its  search  for  an  adequate  theory  base,  tlie  limiiations  of  the  unitan* 
theories  bccotrc  clear  to  some  tiiinkcrs.  For  example,  with  regard  to  psychoanalytic 
theories,  the  few  controlled  studies  suggest  that  only  a  few  of  the  abusing  parents 
show  severe  neurotic  or  psychotic  characteristics  and  that  child  abuse  may  be 
associated  with  several  parental  personality  types."*** 
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Taiul  I     UNirA^r  Till  ()Hic»  iif  Ethjldcy  is  Ciuld  Aouse:  Tiifimv.  NhTii.  Pn^CjiCf. 


Theory 

Myth  1 

Praanc 

Pwchocnutvfic  Oiiij  abu<c  \\  a  pfoduci  of 
parenial  pi>^nopjihclosy.''*' 

ParenK  who  abu^e  children  arc 
"iir  and  require  prtite^^n,)iial 
i(uer^eiiiiL>ri  for  pre^eniiOn 
and  cure. 

Psxclioilic  apy  and/or  ciiunH'linc 

•        1'^  ''!:t.U  arj^e  n  ,\  ~cli.'iv:.<r  icnrncd 
!'i  i-.i  :  e  crrcrici;.:  ui'  lij-ifi^  oi;-!i  utj\cu 
J  chilJ.  Parents  moUcI  abusive  parentin?.  for 
ifieir  jliiliiren 

C.iiltJrcti  w'.i^  .uc  .illumed  c'i-'-.\ 

Prtfciu  L-d-.Kniioii.  anj  rcviii^.u-'n 
i*>  ie.Tiii  luiii.ibUMii^  icjlinujiicv 

Aiiacr.it.eni:  Child  abu*c  is  J  con  .cquence  of 
cariv  scpar.incns  ^ctv^ec^l  rnoihcr  2nd  cl-.ilj 
t!-.ji  .nlcffeie  wiih  ihc  process  ol  forming  a 
proiectiv?  bond  of  closeness  ana  love.  "" 

Siff'.s:  Cliiid  abu^e  is  J  product  of  po^cnv 
and  oilier  faciurs  itiat  sirc<  families.  inJjdinv: 
sexual  ana  economic  inequalUy,"** 


L^iH-  'tt'  \  child  abuser  is  a  persorj  10  wtiom 

NiitibAi  been  successfully  applied.  By 
iMb>fi.ny  vtine  ;us'  ally  socially  marsinal) 
naic'iis  js  Jcviani  (i.e..  abusii^eKothers  do 
«.M  tijve  10  acknowledge  iheir  ovjn. 
a:ivi<n.eneis  iow»rd  ciMldrcn.  and  their  own 
p»C\  rial  and  pnfcssional  iniereMs  are  served 
»^  :rc3io  a  need  for  ihe  -heipjng" 


P.Trciiis  «h{i  jbiisc  (licir  (children 
•Trc  ih-'i  ".niiachcd"  to  or  do  noi 
love  (licir  children.  Tlicre  is  a 
cniicnl  period  dumip  \shich 
aiMclnncnt  inuit  occur. 

Siiori  of  a  vM.il  rcvohiuou, 
prc^'Ciiiiiig  child  abuse  is 
impossible. 


Payinc  aiicniion  10  persons 
idcniitlcd  as  abusive  t\  a  cover-up 
of  Ihe  wider  vmlcnce  in 
our  society. 


Prcvciiiive  aiiciiiioii  10  tlu'  provision 
of  ciiniaci  bci»cen  nu^ihcr  and 
)io>borii.  i.e..  encouracinc  ro\>niinf' 
in  and  Iiand.tnp  of  prcmalu^c^. 

AJ\«v;icy  lu  reduce  «'r  cliniinaic 
s«lllrcc^  ol  ^^iro*  in  indisidual 
families.  Pnliiicat  aciion  Uircvtcd 
lusvard  socul  change.  Conmiuiins 
H'rvices  10  suppori  persons  in  linics 
of  sircss. 

Sovial  aciion  ilirecicd  tov^ard  a 
cli.nrij:c  in  values  aboiii  uolcncc  and 
iucyuatily  in  our  society. 
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Even  lor  ihosc  indivaliinls  in  \sUoi\\  individual  p;uholoey  is  lound,  ihc  unitary 
psvchoanalyiic  theory  docs  noi  necessarily  explain  the  preseiic?  of  a  history  nf  child 
abuse.  A  particular  psychiatric  diagnosis  does  not  predict  abuse.  The  theory  does  not 
in  itself  enable  a  differentiation  between  parents  with  a  given  diagnosis  who  do  and 
who  do  not  abuse  a  child. 

The  stress  iheory  is  also  unsufficiently  comprehensive.  Obviously,  not  all  poor  or 
stressed  families  abuse  their  children.  A  history^of  poverty  is  disproportionately 
rcpresentaied  because  of  the  large  nunihucr  oC^Tovver  class  families  who  receive  ser- 
vices from  insiiiulions  that  report  tlic  large  maforiiy  of  cases,  and  from  which  research 
samples  arc  drawn.  And  although  poorer  families  arc  more'likely  to  be  given  ihc 
child  abuse  label,  it  would  be  a  grave'disscrvicc  to  dismiss  their  very  real  problems  as 
socially  denned,  or  to  interpret  those  who  seek  to  help  them  as  acting  only  to  main- 
lain  their  own  social  dominance. 

While  socioeconomic  factors  miuhi  sometimes  place  added  stresses  on  basic  per- 
sonalitv  weakness,  these  stresses  arc.  of  themselves,  neither  sufficient  nor  necessary 
causes  of  abu.sc.  This  model  neglects  iniemal  sources  of  family  strength  and  stress 
thai  render  individual  families  more  or  less  sensitive  to  external  circumstances  and 
events,  it  docs  not  address  qualities  of  the  imeraction  between  and  among  family 
members  and  their  importance  to  a  famil/s  capacity  to  nurture  its  young,  nor  does  it 
adequately  account  for  parental  dysfunction  in  scemingb*  privileged  lionic^j,^;^ 

We  are  now  at  a  point  in  the  development  of  the  Held  where  we  are  moving^unit  ary 
10  interactive  theories  of  child  abuse.  We  can  recognize  that  a  theoiV  of 
psvchopathology  is  inadequate  without  the  integration  of  the  factors  in  the  itv 
dividual  and  in  his  or  her  history  and  eiwironment  that  render  him  or  her  vulnerable 
10  psychopaihology  and  to  iis  particular  expression  of  child  abuse.  An  environmental 
theory  is  inadequate  without  the  integration  of  those  personal  and  social  qualities, 
experiences,  and  characteristics  that  render  the  individual  vulnerable  as  a  parent  to 
the  eroding  effects  of  poverty  and  stress. 

An  integrative  approach  seeks  to  define  how  one  aspect  of  experience  mediates  t  he 
cffecrs  of  another,  in  order  better  to  understand  what  renders  some  families 
vulnerable  and  other  families  strong. 

With  the  developmem  of  a  field  from  a  set  of  unitary  theories  to  a  set  of  in- 
tegrative nvpoihqses.  investigations  shift  in  focus  from  lO'ing  to  find  the  atusc  to 
enabling  xhc  idemificaiion  of  individual  differences  in  etiology.  We  will  need  basic 
research  into  the  ideniincaiion  of  the  many  vanables  that  are  implicated  in  child 
abuse,  but  the  focus  is  on  elaboration Tather  than  closure. 

It  is  in  what  has  come  to  be  called  ecolocic  theory  that  major  strides  have  been 
made  m  understanding  and  dealing  with  the  interrelationships  among  nmihutes  of 
child,  parent,  family,  and  social  setting.  Child  abuse  is  seen  in  this  theoretical  con- 
text as  a  svniptom  of  disturbances  in  a  complex  ecosystem  with  many  interacting 
variables.  We  and  our  colleagues  on  the  Family  Development  Study  have  reported 
elsewhere  on  findings  of  a  large  epidemiologic  study  at  the  Children's  Hospital  in 
Bosion.'"'  and  Garbarino  and  Starr  have  reported  on  large  data  sets  in  New  York 
and  Michigan.*''  "'  These  studies  lead  to  what  David  Gil  called  a  more  holistic  no- 
tion of  child  abuse  and  its  prevention,  with  a  conceptualization  of  cause  and  effect 
thai  operates  at  different  levels  (individual,  family,  society)  and  with  different  modes 
of  etiology  for  different  children  and  families. A  decade  ago.  Julius  Richmond 
coined  the  notion  of  a  family's  ecology  of  health.  This  seems  now  to  be  an  especially 
relevant  concept  for  the  understanding  and  study  of  child  abuse.'**' 
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CUIH)  ABUSK  PRKVKNTION 

Because  child  abuse  is  a  coiuplcN  prohlcni  with  muliiplc  causes,  prevention 
siraicgics  musi  be  comprehensive  and  operate  at  the  different  levels  of  individual, 
comniuniiy,  and  society.  E:ich  of  the  theoretical  approaches  discussed  above  con- 
tains important  implications  for  prevention.  The  followinc  measures  are  anione  the 
politically  plausible  prevention  initiatives  that  show  promise  of  an  effective  impact. 

From  Psydioarwlytic  Theory 

1.  Acknowledge  the  importance  of  mental  health^ihe  funciionine  and  wcll-bcinc 
of  children  and  families  by  formalizing  a^conception  of  health  iha;  includes  emo- 
tional as  well  as  biological  health.  This  can  be  achieved  ihrouch  the  trainitic  of  nhv.i- 
cians^o  recoginzc  and  attend  to  emotional  as  well  as  physiological  issues  in  practice, 
and  by  providing  third  party  reiinhursement  for  performing '^as  the  patient's  ad vi.sor. 
coun'iclor.  and  heahh  advocate."'"' 

Froin  Leurnin\i  Theory 

2.  Give  parents  access  to  information  nnd  understanding  of  child  development,  in- 
cluding nonviolent  methods  of  socializing  their  children.'"' 

From  Aiiachment  Theory 

3.  Elevate  the  parent-child  relationship  to  an  appropriate  position  of  respect. and 
importance  in  clinical  practice,  through  facilitating  t.hc  formation  of  bonds  of  at- 
tachment at  birlh.  by  preventing  pretnaiurity  through  prenatal  care,  humanizing  ihe 
delivery  experience,  bringing-^faihers  into  the  delivery  room  and  eniphasi/iiic  their 
supportive  role  toward  mothers  and  their  participation  in  child  care,  and  by  en- 
couragement of  paternity  a.s  well  as  niaternity  leaves  from  employment. 

From  Stress  Theory 

4.  Provide  quick  telephone  access  to  parents  at  limes  of  distress  with  their  children 
through  hotlines.*-*' 

5.  Make  available  to  all  children  health  and  mental  health  welt  child  care,  diagnosis, 
and  treatment.  Children  v^ho  are  sick  or  handicapped  may  be  more  vulnerable  to 
abuse.***' 

6.  Make  available  emergency  homemaker  and/or  child  care  services  to  families  in 
crisis.' '°' 

7.  Reduce  social  isolation  by  making  universally  available  such  avenues  of  access 
to  other  people  as  telephones  and  puhlic  transportation.'^" 

S.  Support  existing  comniiiniiy  institutions  such  as  churches  and  wonicirs 
organizations  that  offer  support  and  a  sense  of  community  and  of  personal  value  to 
their  men^bership.*-"^'  .  / 

9.  Empower  women.  Acknowledge  the  extent  to  which  sexual  dominance  and 
subservience  ramifies  both  in  the  abuse  of  women  and  children  and  in  professional 
settings  where  male-dominated,  symptom'oriented  professions  (medicine,  surgery, 
law)  hold  sway  over  profes.sions  composed  mainly  of  womc*  Asocial  work,  nursinc. 
child  care).*^''  . 
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From  Lahclinj;  Tlicon 

10.  Remove  ?nc  siicina  iVom  uctti»\tt  help  wilh  family  problems  by  clciacUinj  pro- 
icciive  service  -  rogroms  from  public  welfare  agencies.  Abaiuioti  ihc  heavily  value- 
ladcu  nonicncl.i!-irc  c  'Miic  baiicrcd  child  syndrome."  "cbiUl  nbu';c;'  and  "child 
ncclect"  in  favor  of  d  or^ader  and  more  humane  conception  of  childliood  social  ill- 
ness. Incrca.se  the  s^nsJliviiy,  limelincss.  and  co.npcicncy  of  medical  and  social  work 
praciicc.''*' 

1 1 .  iZ.xpand  puoiic  r  varcncss  of  ihe  grcai  prevalancc  of  child  abuse  and  domcsnc 
violence,  and  disasscr^bi J  ibe  eonvcniional  wrisdoms  aiiaching  child  fibu.se  lo  dcviaiU 
and  minority  individuals  and  groups,  placing  emphasis  on  ihc  reahiv  thai  ihe  poten- 
lial  for  violence  is  in  all  of  us.  and  priority  on  individual  and  social  action  lo  in- 
terevcuj:  when  violence  occurs/^** 

CONCLUSION 

SyMcmaiie  ntiemson  to  the  pievc.iion  of  child  abuse  wiM  force  a  needed  com* 
municaiion  among  clinicians.  so«;ial  seicniists.  and  architects  of  social  policy.  The 
Natioral  Cenier  on  Child  Abuse  and  Neglect  in  Washington  can  guide  this  effort 
through  the  implementation  of  its  comprehensive  plan  for  the  prevention  and  treat- 
ment of  child  abuse  which  was  mandated  by  Congress  in  the  continuation  of  Public 
Law  95-247  in  1977. 

The  development  of  a  theory  ba5':  that  enables  a  competent  analysis  of  the  many 
kinds  of  family  problems  that  eulminntc  in  the  physical  symptoms  of  child  abuse  and 
neglect  will  guide  an  iniclligeni  prevention  program.  Not  only  is  better  knowledge 
needed,  in  terms  of  understanding  the  nature  and  distribution  of  different  families' 
problems,  but  a  mujh  more  adequate  understanding  of  the  factors  that  enable 
parents  to  cope  and  the  social-demographie  and  familial  ramifications  of  parent  and 
child  competency  and  strength.  These,  in  turn,  will  permit  the  development  of  a 
more  appropriate  and  rational  practice  and  a  useful  intellectual  foundation  for 
prevention. 
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Child  Abuse:  Thi;  Curri»nt  Theory  Base  and  Future  Research  Needs 

.  KM  n  NKVVHKKi'.KK.  M.I),.  CAUOI.YN  MtKHtK  NKWUKUOKU.  Kh.l)..  and  UOHKIfl'  I..  IIAMITDN.  I'm  IJ. 

Ctiiiiaitifil  in  oiU'li  cuumiI  i'X|iIiin«tii)ti  for  cliild  jihom*  w  a  iht^ry  of  t'tinloKy.-Th*'  tiiitun- 
iiti(i  i|ii«hi>  iif  i»iir  knowlfii({p  Lh  apiiroiichtd  in  thin  |ia|iLT  from  u  rvvivvi  of  studies  of  the 
inipati  nl  Hhus*'  nil  tliiliirrn.  for  wbich  a  critique  of  nietliodt>U>Ky  w  ^iven.  The  rdatioti 
l)i  i*ff-ri  th«-«)rv  ti>o>triii-tioii.  ?»tiiily,  and  ciiiiiL-jd  jirtion  is  Hddteshed.  Hfcotiiiiifiidiitiotif* 
wjih  n  ipcci  Ml  ih««  roriLs  aiid  cuiiti-itt  of  fuiiirt  rfsM-hrch  uri-  miidi-. 

■loumni  I'f'thv  Airn'ru'af\  ,\i  (utfm\  itf  Chihl  /Nvc/iKifrv.  lUH.'! 


Dcrinition  and  I*rt'viiU«ni'i' 
Child  libii.'^'  hjLs  l>rfn  rioi^'d  to  havi-  ninny  cauM"-:  us 
H  i-hUilhoiid  synipioin  iif  inentid  illnoss  in  pitrvnus.  an 
ihv  1  ulniiiiHtion  of  a  lifelong  experii'mx*  of  violence 
toward  thi'  i-are^ivpr.  of  envinuinv-iuai  and  social 
Htri-s.s«*s  1)11  the  family,  and  of  s<K.-ifty's  acceptance  and 
proninndji  of  physiral  vinli-nii'.  Coniainwl  in  each 
cjiujuii  i  xjihnniiion  i.s  it  thi'ory  of  i-tinloKy.  And  within 
fjich  theory.  ri's»'arch«'rs  exirjirt  from  the  complexity 
of  familii's"  lives  those  particular  factors  that  are  be- 
lirved  to  be  cuuMiil  agents  fnr  violence  against  children. 
Ciinuians  are  frequently  frustrated  by  the  limited 
focus  atiil  u.se  of  the- divers**  theorie.s  on  child  abus*?. 
In  onler  tn  t  whii  h  factors  to  study,  researchers 
must  i-xfliide  tJilii-r  fjictors.  Clinicians,  facing  n  variety 
of  distinctive  lifi*  events.  i)ersonal  characteristics,  and 
unit|uecirciini.stancesof  the  families  and  children  they 
Ht-rve.  arc  imt  ahvavs  content  with  the  explanations  for 
:hi'  oriKiii  of  i  hiid  iibuM*  found  in  the  re.searrh  litera- 
ti ire. 

Child  iibiiM*  and  cliilrl  neglect  are  catch-all  eiiphe- 
nu.Mii.s  f«ir  a  variety  of  childho»)d  injuries  that  are 
h*'lieved  n>  be  derived  from  parental  act^i  of  omission 
i>r  1'onimi.s.sion.  The  diagnostic  tags  focus  attention  on 
nyniptonus  and  prnpust*  entirely  too  simple  formula- 
lions  iif  etinldgy.  In  this  paper,  child  abuse  refers  to 
the  many  problems  suggested  by  child  abus<'  and  child 

{)r  h:  \'eu  heftier  affitmtnt  tt  1/A  thf  hepiirtm^nt  of  PvtUatru-H. 
linn  tirii  .\tri{tfiil  S>  ntf)t.  timt  i«  llirrctur  nf  Family  tinvtuptnftxt 
Stu>i\.  (  fitlilrrn  >  /f.M/iifiW.  Hii*litti  lir  C  ,\eu  hrr^fr  tn  t\tfiliiilA-tl 
mtfi  the  l>.  pttrcneni  t>f  I'fyrhfil'^.  Haniird  Mttltatt  Srhtntl.  antl 
i»  Sl'irl  /''vr/>u/«i/^'i«f.  .luii^'f  fUikrr  iiui.lantr  Centrr  anil  Chil 
./'rn  *  ll-»,ulal.  Hn^ttm  l)r  Hnmpt/m  in  a  Fetlau  uith  thf  Tram 
inji  I'r.ifimm  tin  Fivtuty  Vinlmct',  Chtlilren'it  UontHtut,  lioithm. 
.jrti/  .l*M»Mfif  /Vf/r^tff  ff  S<>ciiilt>n\.  Connrctuut  VuHrne,  .W-u- 
t...n.{..n 

f{e;irml>  nitx\  hr  reifttrstnl  from  Dr  K.  Sruhrr/^rr  m  Thi' 
Ch>l,lr,-n\  lh>iutal.  .«J0  LunAUiH^i  Mf  .  Hit%liir,  MA  irJlWi 

Tht>  Ktu.t*  II  m  i>of)f»ir(i-tl  hy  a  Crantfntm  ihr  Miitumitl  hixtttutv 
of  Mrniat  Hnillh  Kirnnt  I  to  .Mil  nst7  niA'J  t'Dj.  l>r.  l{ami>t,m 
.  hiLi  rrcni  vii  ttttiftttuniti  nuiilmrt  frum  ihr  Sdtmnul  Itrnearch  Cimn 
.■il  >  /'„,/  Ihx^lnrat  FfUxtu  i^hip  I'nittram 

i»»rj  TI  W^R!  -iNl.i  oJiiJ  Sil.'iio/ii  0  l!+fvl  by  thr  Anionrjin  Ai-fld- 
•'Miv  <<f  i'UiUl  r«\(  hunr\ 


neglect.  This  is  to  focus  more  on  the  causi-s  than  on 
the  nianifeHtations  of  child  maltreatment. 

By  the  middle  1960s,  after  a  model  Cliihi  Abuse 
Reporting  Law  was  promulgated  i)y  the  U.S.  Chil- 
dren's Bureau,  every  state  adopted  one  or  another 
form  of  child  abuse  reporting  statute.  In  1979,  accord- 
ing to  The  National  Center  on  Child  Abuse  and  Ne- 
glect in  the  U.S.  Department  of  Health  and  Human 
Ser%ices,  over  711, 000  repons  were  received.  This  rep- 
resented a  lO-fold  increase  in  the  course  of  a  tiecade. 

Although  tlie  true  prevalence  of  child  abuse  in  un- 
known, the  concern  regarding  the  con.sequencew  of 
abuse  is.  for  individuals  and  for  our  society,  universal. 
We  address  at  the  outset  of  this  paper  what  we  know 
of  the  impact  of  child  maltreatment  on  the  child.  Trom 
this  discussion  will  emerge  a  general  impression  of  the 
nature  and  quality  of  our  knowledge,  with  focus  on 
theory  and  methodology  of  study. 

Impact  of  Abu8e  on  Children 
The  clinical  literature  on  child  abu.'U.*  contains  many 
assumptions  about  the  conscjquences  of  child  abuse 
for  the  victim,  his  or  her  family,  and  society.  For 
example.  Schmitt  arwl  Kempe  (1975)  assert  that  the 
dangers  of  child  abuse  extend  beyond  harm  to  the 
\nctim:  *'If  the  child  who  has  been  physically  abus«*d 
is  returned  to  his  parenus  without  interNenti<in,5'(f  are 
killed  and  35^  are  seriously  reinjured.  Moreover,  the 
untreated  families  tend  to  produce  children  who  grow- 
up  to  be  juvenile  delinquents  and  murders,  as  well  as 
the  batterers  of  the  next  generaliun"  \p.  \  \\). 

Such  concerns  on  the  part  of  clinicians  derive  in 
part  from  the  frequently  noted  muliigen"rational  na- 
ture of  identified  clinical  cases  of  child  abuse:  the 
oarents  of  abused  children  are  often  them.seUes  per- 
ceived to  have  been  abused  and  neglected  in  childhootl 
(Steele  and  Pollock,  I97'l).  In  adulthood,  the  parent.-* 
may  have  more  frequent  drug  and  alcohol  abu.st?,  critn* 
inal  behavior,  and  psychiatric  disturbance  (Smith  et 
ill.,  1975),  leading  to  worry  about  what  will  be  the  fate 
of  their  offspring,  Concerns  about  the  developmental 
seciuelae  of  chiUi  abuse  are  also  .supported  by  the 
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llll^^■^v;n  mrisDf  i>.syi  liialr)i-  wurkcrs  Dti  tlu*  lii-liiivii)r  nf 
[itiiiiliiTs  (it  altiiM'il  i'!ii!(iri'ii  ill  I'liiiii'al  iiinl  l>ih- 
orahiry  s»tim>js  (liill(l^.llln  Vf'l,  Ma;.iii  i*t  :tl..  lt>7-1; 
SilviT.'l  111  .  !!»*.1M 
<'iirri>l'  initMiii  lnr  l\u"^'  small  ^tullil^s  i>%  fi>iin(l  in 

fcfioris  tiMiii  ihi'  Si  lfi  I  f  >itti-»-  im  Child  Ahusf  nf 

t\u-  l.i'j«islaturiM»t  ilii'Stiiti'  dI  Ni-w  Yurk  jAlfari).  liJT.I. 
H»77i.  Ill  a  study  id'  -1 /lilft  (diildrrn  «tjd  siliiinns  wli<i 
WvTv  ri  |n»rii'd  as  victims  ciC  malt^.iiim  in  in  tin-  faJv 
U»5i»^  m  S  Nt  w  ViirK  rnuViin  s.  IV'twi'i-n  lit  and  IHV; 
\v«Ti»  idfiitifu'd  iti  siilisi'ijui'tjl  ajji-in'v  i-<miai-is  Utr  sfv- 
i>r:il  rat«>t:i)rii's  i)f  ju\'cndi-  itiiM'uiidurt.  in  .1  i-(iimti(.'s, 
•.  .  ■  i)t  tin-  »;irls  iind  :irr;  iif  \\n;  hnys  reportfd  ti>  ii 
u.url  as  difliiti]ucni  ur  lui^uvcnuihii'  and  had  iM'i-n 
|)r«viiiiiilv  n'i)iirti'<l  as  iiliiis<'<l  or  ni-^jliTlrd.  Tlif 
slrt'nj:tli  iiwl  siahility  of  tlu'  a.«vsii<  iatiiin  hi-iwci'ii  r 
|inrh>il  malln-uliiu'itt  and  |iivi>i)dr  Diisci  .idiii  t  was 
Mih^'ipU'iitlv  rxanmicd  in  rrlcrrtH  L-  tn  thi-  s<'X,  rt'li* 
pill),  fihnu-  status,  and  t.;  ml>'  i'lMnpnsitiiui  nf  llu> 
suhji'Cts;  tlif  (lispn>|)<>rti(>natf  ri'|ircsfiitati(in  nf  nnn- 
whiti'S  and  f  hi-  |irt'vaU'iu't'  id  aliM-nt  falhi-rs  t-l  I'r )  and 
iiiMihtTS  Ur/J)  was  disr<issrd  in  rt'J_atinv  to  t'xistinK 
kii>i\vli-i{^i'  ahiiiii  llic  clininfcy  of  child  aliiisi-  aiul  nt-- 
Uln  I  ami  ihi-  ilynainUMif  i  iim-  rrjinrtin^:  and  intLT\  <'n- 
iiDii  U'arr.  M*77>,  l.t  tt  fpni  in  the  discussion,  jinri 
uijfnrtnii.iti'K  III  siisi<'ptd)l«'  tu  (h-nnilivi-  analysis  in 
(his  sample,  ih«'  ♦ulriit  in  which  thp  nrefcri-ntial 
s<'Jt'i  ti(in  nf  punr  <  Inldn-n  Iinlh  fur  r<'poninn  for  nial- 
tn  ainii  iu  and  for  didiiHincni'y  may  havt-  jiffci  tfd  tlu' 
pcn  civt'd  a.s^tiiMtuni  aial  tlic  cxti  nt  to  which  pnviTty 
ptT  s(-  may  ha^.<'  dt  tiTaiinud  hnth  prohlcms  Snch  an 
aitalvsis  Would  tu-st  he  {undurtt-d  un  a  satnplf  K>'niT- 
ali/Jihlf  tn  all  niahrcaU'd  i  ljildrt-a  in  New  York  iind 
cut'/ '-•'lied  tor  riTtatn  [intrntiidly  ccmfciundin^  attn- 
iui  .  .  (N(*wlicrt;i*r  and  D/trni'l,  nt7f>). 

In  the  smtili-  nintrolif..  stuily  ruffrcncfd  ahovf 
(Smuh  i-i  al..  Iii7r>),  a  faiUiri-  tn  n.iitch  casi-s  jiod 
itiiitiols  on  stii  iali'las^  led  tn  a  scnousciinfoundint;  h\' 
social  iliiss  in  t  he  iuia  lysis.  Ahusivc  ptrmtswtTf  fa  in  id 
In  hiivr  a  nmnlii'r  nt  social  and  psychiatric  prnlilcni^ 
in  itiDti  (M  thi-  .  iimiiartsnn  ({roup,  hut  the  contri- 
luition  of  a  t  ntical  third  faitnr,  poverty.  Could  tint  lit- 
rxtriiatfd  frntii  the  cHst'-cii'^''''il  diffcrencfs  l>fciuist' 
the  cases  were  si^;nificantly  [/D.irer  than  the  controls. 
The  N.  'A  \nrk  Suite  study,  thnufih  impressive  in 
niind>i'r>^  and  wiirrisnir  -  in  ennclusions,  is  further  dif- 
lu  iilt  lo  mt<'r)iret  hecaus*-  it  is  hnth  biased  tn  favor 
po-  -  <'hililri'ti  for  selectinn,  and  onconirolled. 

The  ci-ntnhntuin  of  KIrner  (1977a,  lU77h)  hrin^s 
intft  r  '  US  the  limited  st«le  of.our  nndersUindinK  of  th<' 
hmn-t.-rtn  effects  i»f  child  maltreatment.  Mer  findings 
sunjiest  that  we  must  iUtend  to  the  social  and  familial 
i  ircuii  -'  in<  »  s  which  i  ijinilly  affected  the  outcomes  nf 
cast's  and  cnntmls.  The  study  concludes  "that  th<' 
effects  on  child  fii'velniiinent  of  lower-class  mend>er- 
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>hip  may  Im-  as  |iow»-rlnl  as  ahusr"  (Khm  r,  l  i77'i,  |> 
HO). 

Klmer's  "follow-up  study'"  (her  charar  U'ri/aiicn) 
\v;is  cottjpowfd  of  17  aliased  children  iind  17  children 
wi.o  -AA'TV  vii-linis  of  ju-cidents,  matched  in  iijje,  sex, 
race,  anl  wtci<>e<:o  irnii:  status  of  their  families,  .'.ach 
i>f  these  ■*traimiati/.e<r'-j;rnu|(s  was  mutched  with  a 
Krnup  of  i;liildrt.'n  who  had  no)  suffered  early  traiinia 
on  thes»'  vjiriahles.  in  additiim  to  the  attrih..'."  ol  eurly 
hospital  ailmisHion.  Nine  still  intact  "ahust\e  families" 
w  Tc  idenufied  from  the  orijjinal  cjt***!  pool  and  were 
stutli<'d  inlensividy  m  n-jjard  to  the  stiihility  of  demo- 
Kraphie  fhiiracleri..tn>,  indices  of  personal  and  social 
support  Idr  parentis  and  chihlren,  nmthif  "s  hehavior  in 
rel.iiion  to  the  child,  and  the  following  attrihvites  of 
the  children:  health;  lanjiiiaRe  and  heariiiR;  perceptual- 
motor  cnordinaiion;  school  ability  and  Hchievement; 
and  hehavicir,  focusing  especially  on  iinpulsivity. 
a^^re.ssion^and  enipaihy. 

The  stiu-tlinf;  paucity  <if  cus«:'Control  differences  in 
this  st<idy  is  described  with  candor  and  humor:  "When 
the  f(illnw-up  study  wjls  completed,  we  were  at  a  loss 
to  explain  tl>e  lack  of  sif;niricant  results  differentiating' 
between  the  abused,  accident,  and  comparison  (;r(iup^ 
Or  any  nf  th<?  suhirraups.  Across  the  hoard,  there  were 
very  few  differences  between  the  p-oups,  and  these 
were  relatively  minor.  The  follow-up  staff  was  aston- 
ished and  disbelieving;.  It  then  turned  out  that  several 
of  the  examiners  hnd  kept  a  private  tally,  showinj; 
th  ir  opinions  (if  the  classificatidns  of  each  child.  In 
no  cjise  hail  these  tallies  '.»een  correct  any  mnrc  nflen 
than  would  he  tnte  of  selections  made  pur«ly  h'- 
ebance.  In  addition,  the  dim.  lans'  opinions  tuid  dil- 
fered  f<ir  individual  children,  sh<iw-in(;  that  their  com- 
bined judgments  cnnld  not  effectively  differentiate  the 
j;rnups"  (Klmer,  ll»7V;  p.  275> 

The  implications  of  Klmer's  study  have  been  dis. 
cussed  elsewhere  in  detail  in  a  discus.sion  fur  pediatri- 
cians and  others  concerned  with  child  health  (fupnli 
and  Newberiicr,  IU77).  We  noted  tha  the  nndin>:s 
subtlest  that  health  or  s  >cial  interventioi  '.  me  will 
allay  the  developmental  impact  neither  ot  abuse  nnr 
of  poverty,  for  both  the  CLse  and  the  control  proujis 
suffered  impressive  developmental  hisses,  despite  the 
provision  of  meilicnl  and  s<ici]ii  ser  .ices. 

This  is  nc)t  to  say,  however,  that  abuse — or  pov- 
erty—dooms  a  child  to  failur*'.  If  a  child  and  i  family 
have  available  and  can  participate  in  si-veral  wcll- 
c«>nceive(*  and  administered  intervention  npportu- 
nities,  a  cbihl's  prospect  for  heailby  psycbuloKicid 
growth  is  enhanced.  Martin  (I97(i)  points  <iut  in  the 
summary  of  his  Inuik  on  the  abused  child:  have 
especially  focused  an  treatment  for  developmental 
delays  and  deficits,  crisis  cafe,  psycbotlierapy  and  pre- 
school cir  day  care. . . ,  Tb<'S4Kvarious  treatment  mo- 
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iliilitiiN  l„r  thf  .hilil         \K„tUi  i\  Tlu'v  hi(v.'  iiiiiih' 
|i<is.si!)|i'  .  I'MMii.TJililr  ►:ni\»th  iitiii  ilrvt  lnptih'tit  jit 
iilius..,'   U\\i\  'I  hi-y  shuiild  h,.  (  McisMlrrrd  a.s  tmHttH'ti. 
.ipti.,n>f<.riill  alMi.M<IS  hil(irfti"(|i  U  i).  MiininVsuitlv 

h.i>     nulls  1  till  us  vi  lli  hi'  iidilr.'s.s«.(l  suhsj.. 

-lu.  citlx  liiji  ]iis  ilr>i-n|itiMii.s  (,'1  iiitrrM-iitidti  jirut  l-iui- 
*  lusioii.-  .ilnHit  ilu  ir  rrlnn(ii»slii|)  (n  thi-  chilclriMr.s  dr- 
vi'liipnu  tK  <iri>  UM'fiil  uriil  luT.stuLsivi'. 

Siuli  iiirn[)ri'hi'iH>.t'  proKHuris  fur  diHiiflviimtini-d 
Jiitmlir.s  lis  llu-  Miiiertuil  luul  ItilaiU  Hrjiilh  pro^raruM 
i>{  thf  DrpariniL'tii  ot  H.H.S.  havi-  yu'hifd  itnpnriani 
and  I'lu'oiiragitifj  re.HuUs  in  ihdH  he.'llh  and  devtdop- 
mt'tit.  rtnd  anaJvHeH  of  the  data  and  isHuea  in  the 
hfri-'liiy-environmentcontroverbv  suggest  thai  a  nur- 
tunini  and  wupporiive  environment  can  permit  the 
tiatiinil  imtoldinp  of  a  chi!<''s  best  qualities  and  capa- 
hdm«'.s  (Martin.  li»76).  Many  materially  poor  families 
tin-  u\)\v  U)  provide  .sunuient  Invi".  j^li'^iulalion,  and 
diM'ipli..fti)  I'tialvl '  thfir  offspring  to  ^rowand  develop 
ufll  Hut,  to  par»plinist'  a  ('(intnliution  to  thij*  discit.H- 
.sinti  hy  Wiilff  (l'r.'<il,  m  loriK  as  [loverty  persisijs,  we 
uill  hiivf  thf  tfihnical  wht-rt-withal  neither  to  antii'i- 
[latr  tuir  iij  p.evfnt  its  damapin^  lonsequi-nfes  on 
parrtil.s  and  i  hililri'ti. 

liiasM'NMiij;  tin-  tiininint:nftlu'  Klnu-r  <  I"77bi  study, 
It  iH  u»'ll  alMi  (i)  jittftid  til  thf  apijan-nt  devflopmental 
r«'rtdn'tu  y  (if  thf  iil»us«'d  L-Iuldren.  in  conipan.son  to 
thasf  in  thf  t.tuiirol  ^njup.  The  strengths  of  these 
chddren  hfrtd  inevitably  to  critical  questio»us  about  the 
patholuKU- onentatiiin  toward  both  rhildren  and  par- 
ents inipltt  jt  in  current  practice  and  in  other  resf  irch. 

A  critical  review  of  the  conceptual  bases,  desipi, 
niethodr  logy,  and  instrumentation  of  currently  avail- 
able work  on  the  developmei  :al  impact  of  child  mal» 
treatment  nu|?f{est5  that  many  inve»tigator»  begin  with 
an  ominous  portent  of  doom  and  select  small  uncon- 
trolled samples,  generally  from  severely  impoverished 
populations,  and  examine  them  with  psychologically 
focused,  loosely  quantified  tools. 

These  report.s  on  the  physical,  social,  emotional,  and 
cognitive  ■  jvelopmental  consequences  of  child  abuse 
yield  inescapably  to  an  impression  of  serious  and  pro- 
f'iiind  pati)()loj{y  in  the  victims,  but  analysis  of  these 
M  utiles  demonstrates  the  following  major  methodo- 
Inijir  Haws  which  limit  their  neneraIi?.aLiI..y,  scientific 
valulity.  and  utility  ftir  building  theory  and  for  guidinj; 
[iractire; 

1.  Hias  of  selection  favoring  poor  children  ule  Cas- 
tro et  ai..  197vS;  Galdston.  VMlCi,  1971;  Morse  et  al..  1970; 
Sliver  et  al,.  1981*;  Starr.  iy78>; 

2.  Sample  size  inadetjuate  to  form  claimed  asnocia- 
tions  tGaldston.  1965;  Koel.  I9fi9;  I.\Ticn,  1976;Sandg- 
mnd  et  al..  1975;  Silver  et  al.,  1969); 

Lack  t'f  I',  companson  group  (Galdston,  1971; 
Koel.  1%!':  Martin  et  al.,  197-t;  Silver  et  al..  1969) 


4  Itiiidi'ijiiiite  iiiatthiiin  nf  cases  jiiid  nieiiihers  of 
the  cnjiiparisiiii  ^^niiip  mi  s^innei  itiioiiiii-  stJitus  unci 
Mtlier  varialilrs.  li-adiiiK  In  nin.s«<(|uent  cciiif<iuiiding  l*y 
l  overty  nr  other  spiiriniis  aitrihutes  U.ynrh,  197t>; 
Miirse  et  al.,  Ilt7(»); 

fi.  Iinpreriw  (Irfinitinns  ol  child  abuse  or  neglect 
(Galdston.  liKifi.  Kfirl.  15)69;  I.yndi,  1976;  Martinet  ul.. 
1974;  Morse  et  al..  197(1,  Sandgrund  et  al..  1975;  Silver 
et  !il..  1969);  nnd 

6.  Conee|ilual  franiewiirk  r»-stricted  to  psychody. 
naniic  dimensions  (Giddston.  1965;  Glaser  et  al.,  1968; 
Martin  et   t..  1974). 

If  the  knowledge  base  on  the  impact  of  maltreat* 
ment  on  children  appenrs  to  be  insubstantial,  there  is 
no  paucity  of  recommendations  for  inten'ention  and 
treatment  based  on  current  presumptions  and  fears. 
These  have  been  reviewed  by  us  elsewhere  in  relation 
to  the  state  of  our  understanding  of  child  abuse  epi- 
demiology (Newberger  and  Daniel,  1976),  the  princi* 
pies  and  implications  of  current  practice  (Newberger 
and  Hyde.  1975),  proposals  to  screen  children  for  risk 
of  miUtreatinent  (Daniel  el  »d..  1978).  the  functional 
irnplicaiittnsof  present  classification  ..ystenis  for  child- 
htjod  illness  of  familial  and  social  origin  (Newberger 
et  al..  1977),  the  approach  to  maltreatment  in  child 
health  and  legal  policy  (Bourne  and  Newberger.  1977; 
Newberger  et  al.,  1976).  the  implications  for  social 
policy  of  child  maltreatment  research  which  focuses 
on  samples  which  are  disproportionately  representa* 
tive  of  families  which  are  poor,  socially  marginal,  or  of 
ethnic  minorities  (Daniel  et  al..  1978;  Newberger  and 
Daniel,  197G),  and  the  extent  to  which  family  crisis 
and  childhood  injury  has  become  overly  professional* 
ized  (Newberger  and  Bourne.  1978).  In  brief  summary, 
despite  the  speculative  nature  of  the  prevalent  conclu- 
sions about  the  developmental  sequelae  of  child  abuse, 
professional  warnings  support  a  practice  of  separating 
children  from  their  natural  homes  in  the  interest  of 
their  and  society's  protection.  They  focus  professional 
concern  and  public  wrath  on  "the  untreated  families" 
(Schmitt  and  Kempe,  1975)  and  may  justify  punitive 
action  to  save  us  from  their  children.  The  lack  of 
knowledge,  or.  perhaps  more  accurately,  the  inade- 
quate understanding  of  t-^e  state  of  knowled^ff  pro. 
moted  by  the  anxiety  which  child  abuse  stimulates  in 
all  of  us,  is  translated  to  recommendations  for  inter- 
vention, many  of  which  are  ht;avy-hunded,  unspecific. 
and  insensitive;  and  some  of  which  can  he  downright 
harmful, 

'-Vhen  populations  representative  of  a'!  children  and 
adults  are  studied  in  loniT.tudinal  perspective,  a  picture 
of  development  emerges  which  contrasts  sharply  uith 
the  dismal  portraits  of  maltreatment  and  itp  effects. 
Quite  different  and  more  ^^f  timistic  perspectives  on 
children's  growth,  development,  and  adaptation  to 
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hiinls)iM»;it.'  ■■th-mi  itH hi- n-pnrl sni  llir  h-ls  UcM-iin  li 
liistiim«'  >li'ii^itii(liii.il  study  (K.tKJiii  Hiwl  Mmns  VM\'1\. 
Ill  ihi-  iiKirt-  riM-iii  piililiratidrus  (rum  ihi-  Kiiti.n  iind 
Nfutiistt*'  l.inKitinliiiiil  f.iii(li»'H  uf  »hil(l  dt'vi'k>|imi'iit 
(Wt  im  r  iiiitl  Siiiilh.  n»77).  and  \\w.  l.»'VtnMii»  (t978> 
HJid  Viidhirir  ii;»TMi  ^.h^dlt•^  ol  iidtdi  di'vi-ldpnu-nt .  A!- 
tlioti)^}  the  tlicon  i  II  id  llrll•rltatilJll^.  <  iilltiral  idTitt-xth, 
asiiTtaiiiiiifUt  and  l(dliivv.ti|i  intt-nitls  and  scjentifir 
mstrutiirntiitioii  in  Ihi-^f  reports  ditfiT  fnim  one  »in- 
othiT  (and  thi-  I*vin.H.>n  and  Vaillarit  rep<irt.H  ari'  of 
ihi*  develi)|iriu'nt  uf  Mdr(  ti'd.  su.  res.sful  luKiU  nit-ri),  it 
iH  wril  «(>  fJiitf  lirn-fly  thrlr  priiu  ipHl  point."  nf  conver- 
ICfHir  wiih  oar  findings  nhout  ht'ukh.  sofial  nnd  p»y- 
fholiiKicjU  i(.riipL'ti-ni  e.  and  vuln-rabilily.  Thew!  and 
i»ur  «tiidifs  arKtif  for  a  broadened  conception  of  the 
t<tii»U)(icy  of  «lfVfl(>pMentHl  atlrilion.  embracing  Hocial, 
famdial.  and  envrnninifntal.  us  well  as  prtychologitul 
dnneiisiunf 

Several  lar^;«'  srali*  >*liidii's.  rrnpl.jyinK  liroadly  mn- 
rriM-d.  rlfv.ldpnifntal  i  om  tpiumf- uf  (hdd  idiu.se  and 
it*i  imparl.  >iii\  «'  been  ^rantrii  suppurt  rri  eotly  by  The 
NiHiniiiil  Center ' 't  Child  .Xbusr  and  Ni-«le(t.  Their 
d«"«iSii>  and  some  n^nroti^  lhiiti^;hl  ahuut  the  eliulo^y 
Hiid  rn{i>«-(iuen(  i-sDl  imiltreatmeiu  an-  reported  in  ibe 
ti-i  t  tit  >'-su»-  id  .Vrn  \)vM  t\nn>  \x>r  ChxUl  Dn  vU^pmvnt 
tliiili-r  tbe  tilli-.  "1  )i'Vi  |riptMt'tiljl  Terspei  tivesun  Child 
Mfiltreiitiiii-nt"  (Ki/Iiv  nnd  Citcheiti. 

ItnpurtancT  of  Thi-ory  to  Knowledm'. 
Prevention,  and  Treatment  of  Child  Ahu«e 

l.-iifficu'iit  intention  lia.>*  Im-imi  Ki^'en  in  the  child 
liliuwf  lileralUre  \u  the  theoretical  coastnictlnn  of 
knouletlj(e  of  the  pniblem.  .\lthough  this*  has  in  part 
to  dci  with  the  fam'inotion  by  clihit'iana  with  the  be- 
wUdering  varu'ty  of  phyHieal  and  pnychological  niani* 
fesia;»on.>iof  the  many  problems  which  are  character- 
ized as  child  abuse  or  nftglect,  the  nature  of  the  process 
whereby  eiioloRic  lomnulationH  are  made  and  tested 
has  received  scant  Httention.  An  in<iufficieni  theor>' 
ba^e  may  contribute  more  to  the  failure  of  programs 
to  treat  chdd  abuse  than  the  lack  of  inten'ention 
rt-HOUrceM  (Gelles.  197:}.  Nowberger,  1977*.  An  ade- 
quote  understandiriK  of  ctiolngy  is  necessary  in  urder 
t(i  focus  inten.en'"in  effort.*;  where  they  will  W  most 
effei  lue  For  ex  >le.  in  a  proKTHm  where  child  abuse 
ij.  underf^toud  <\.-  prodm  t  of  parental  psychopHthol- 
(i^v.  individiiid  LuunselinR  is  the  logical  and  customary 
mtenentiou  response.  The  failure  of  coniiseling  to 
effertivfly  treiit  many  famdu-s  ni  such  prujirums  is  not 
parental  failure,  nor  even  ne(  essanly  a  failure  of  psy 
chofherapeutio  skill  and  compassion.  Kaiher.  it  is  a 
.  failure  deriving  from  a  theory  of  etiology  which  is  too 
niirrowly  dcfmed  to  be  broadly  effective.  Tt  is  neces- 
sary, therefore,  to  ctinu'  to  terms  with  the  theories 
which  (fuide  wr>rk  w.-uh  famdies  in  which  abuse  has 


iin  urred  iind  with  ihe  hs«um|iM("riH  iu'I'li'  ii  i'>  il'<"**' 
I  henries. 

I*efiiri'  turning  to  the  major  theoretical  approaches 
of  child  abiisf  and  their  openuional  c{m.M.'qiiences  for 
treatment  and  prevention,  it  is  well  in  reflect  briefly 
on  the  uses  and  ironslruclion  of  theories.  All  human 
heitiRs  conslnict  theories.  Theories  are  necessary  to 
expliiti  and  to  contain  the  complexities  of  our  lives. 
Some  «if  our  theories  are  better  than  others,  Some 
have  Ix  en  firndy  tested  by  experience  ovtrr  tinie.  Some 
Hre  tentative  beginnings.  Some  rnay  be  overextensions 
of  theories  that  fit  past  experience,  but  which  misfit 
present  realities.  Some  theories  are  borrowed  from 
others  without  examining  whether  they  accurately  fit 
what  we  perceive,  or  whether  we  accurately  perceive 
what  we  think  they  fit.  Indeed,  every  theory  distorts. 
In  order  to  select,  we  must  exclude;  and  our  tljeories 
of  what  to  look  for  limit  what  we  see.  Yet  without 
theories,  we  would  b<;  helpless  to  select  what  is  impor- 
tant from  w  hiii  is.  and  to  act  purposefully  in  the  world. 

The  construction  of  scientific  theories  is  also  a  proc- 
ess of  s<'arch:ng  for  pathways  through  experience  in 
order  tci  explain  cause  and  effect.  In  ctaitriLst  with 
personal  theories,  scientific  theories  have  forjf  lal  niles 
for  ttuiting  the  accuracy  of  their  fit  with  uxporience. 
Yet  thechiirncteristicsof  a  good  theory  are  not  dissim- 
ilar for  individuals  and  for  fields  of  inquin,-.  A  good 
theor>'  niust.  first  of  all.  make  sense.  It  must  account 
reasonably  for  a  good  part  of  the  data  or'experience. 
and  it  must  account  for  that  data  better  than  rival 
theories.  It  must  be  plausible  to  other  people  searching 
for  pathways  through  the  same  terrain.  And  it  must 
be  useful.  It  must  enable  one  to  operate  more  effec- 
tively in  th^orld. 

The  explanatory  theories  for  child  abuse  can  be 
classified  into  two  groups:  unitary  and  interactive.  The 
unitary  theories  are  thebe:  psychoanalytic,  social 
learning,  environmental,  cognitive  developmental,  and 
labeling. 

The  psychoanalytic  approach  posita  that  uncon- 
scious parental  drives  and  conflicui  determine  abusive 
behavior  (Galdslon,  1973;  Steele  and  Pollock,  In 
a  renew  of  the  abundant  literature  which  views  child 
abu.se  from  a  psychoanalytic  perspective,  the  primary 
causes  were  seen  to  be  in  thu  parents'  psychological 
troubles.  Kempe  et  al.  (1962).  for  example,  described 
the  abuser  as  the  " psych opathological  member  of  the 
family." 

Another  of  the  consistent  explanat  ions  proffered  for 
child  maltreatment  is  that  individuals  who  have  ex« 
perienced  violent  and  abusive  childhoods  are  more 
likely  to  grow  up  to  become  child  and  spouse  abusers 
than  individuals  who  experienced  little  or  no  violence 
in  their  childhood  years  (Parke  and  CoUmer,  1975). 
Social  learning  theory  sufrgests  that  child  abuse  is 
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l-.iivin.Mi:irni,iltlii'..t  v  rl..i-,  .  fnlii  ;il.ti..i' n-iilt- 

l|i-tii  -^iM  i.il  aiiil  i'iiMriin;iii'tii.il  'ti'ss  Str»'>->tiil  lili' 
•  ■vnii-  .tnd  .•<.tuii:i..ii-.  mm  li  ,i-  p.A,.ftv,  hiu'iiiijImv  • 
in.  ti'.  iti.iii.-(|ij,il.'  h..;i^iii^;  ,|in|  ,1  vinlfiil  mi,  u»\  IIjIi-'U 

.ir.'  piMiiiiiii'iu  til,  tr.rs  I  'iri-^i'liTi  li  unhin  ilii>  ilii  <iti-t 

II  ,il  oni-ni.iimii  'V\tr  i)i  i  s[M  i  n\  i(ilij?.i/i-s  I'.n  ims  hi 

ilH  i  ii\iri.iirn.  rii.il  u  w  u\  a  l.iriuK  v^liu'ii.  Iiv  , 

li  li  ;is  ov  |.|  w|irliimiKl\  sirrs.,tiil.  iiil!  rrft«'  vMlli  ;i  \nfr 

♦M)t  s  .ll.llilv  I..  .iUr  t'lr  lis  .ll.lfln  il    Cllli'i  jIiiim-  lilli 

I'l  ^i.-u,-il  lis  .1  s\trj|thMii  nr  ilisiri  ss  Ml  ;i  Lnnilv  tlijii 
.  oiiiiir,»iiii-i  s  ii>  iliilit^  III  [niii'i  i  :ii]i|  nnriiiri'  ii> 
.  Iiildrni  . 

A  siiitiiAUiJii  tu'w.  r  ;i|)|ij..,,i  h  In  iiri<iiT.si.iii(linni  fnlil 
.iliii-f  Im>  I).  «  ii  (»lti  r.-tl  li\  n--.  .in  luiM  piin-rii.ii  .tiviin-. 
II.-.S  l|-    Nrwhi  t,;ri.   \'Jh<U     I'hi,  rhinr\       ;|,  ,.s  i  Imi 

^  lii!<l  .ilmsi  M  lli-i  ts  .III  iiij.li'iK  lr!^:  ij;nri-iiiin  ii\  nl  tin- 
|i.in-rir>uri<i«  iMiitiilirii:ul  tlir  i  lulii  ;itiil  i.i  ilir  |i;trriital 
lolt  I'll  IS  I  oj;riin\  I-  ri,  \«-lii|irm-iiiiila|)|iriiju  l»  iiU-miUrs 
litiir  Iia.-UmJ  p.irmtiil  ihinkitiK  ,i\iuu\  i  liiiilrt-ii  ;\\n\  tin- 
jMr.'lit.il  n.lr  "l  lir  ilrM-lf.piiu  riMl  IrM-l  ;il  vvhii  ll  |);ir- 
'  111-  imili  i-i.iiid  thr  iliild  iiiiil  ihi-  p.in  in^il  mli-,  i> 
Mi-VM  il  .i.  ;i  l.ili  rl  t.>  rtiilil  ;ilinsr  and  iU'K''  "  I  K'  N<'\v  • 
li.-r»;«'t  .Mill  I  ■»•«.;^.  {( 

I  hv  t.ilM-hnji  th«-iirv  iimp.iM-^  >,„  iiil  iru-inraliiv  as  a 
li.isis  ii.r  i:>  .iiiprii.u  h  in  i  hild  aljusi-,  TJiis  ilu-urv 
pusii>tliai  rhi'  ihtiTi'sIs -d  ilnriiitiaiil  pnwcr  s»rnu|)>  .iri- 
>»  r\i  d  l.v  it.  liiiiii>;  ,is  ilrvi.iiii  !i  ,  lavs  rd  sin  ially  iiuir- 
i-mal  itiMu  idiial."  iiln-  '  ■  hd.l  aluisrts").  imlivid 
i:,d  }<r.dili-iil'  Itri  unif  lltr  prnprn  nln  itii  id  tli.'  Ill'lplll^; 
pridi-s-i(itiai>  (I'lidd,  l!i77)  'rius  prtspiM  tivr.  sup- 
pMltrd  h\  sniiir  rtllpinral  Uuik  ilsltli'  idlli  lally  Tf- 
pnrti-d  ,  as«  s  id  I  tuld  ;il»<isi-,  .irKiii-s  tliat  i-m-ii  tlnnrKli 
diitin-stii   vHilftu  r  II.  l  urs  .it  al]  iiiroilii'  Ii-v»'Is,  l(tvv 

 t  iitiuitiK  st.iiiis  latiiiliis  arr  tnuri'  likt-lv  tn  In- 

l.ilu'lcd  as  a{iusi\«' 

I'l.ii  h  <it  Ihf  alhivf  ilirurii's  i mitd  tit-  flt-scnhrd  us 

■  imii.iiA  i}u',»ri»'s  '  I  Ii.i  \u»tds.  rath  fillirv  an 

♦•xphmatmn  id  i  tiilij  al)ii-i-  Innri  a  sniiir  puitit  nr  virw, 
K.M  h  ihcnr\  has  pi.vM  r  ami  adtn-riMits  lii'i.aiisi-  mrh 
lll('i>r\  I  xplaiiis  HiMu:  p.in  •>!  l  lu-  d.da  Ihsinrirallv. 
P-vi  lioatiaKii.-.-\plati.iimiis  havi-  niiiiti'<t  tinn  ti  iif  jhi- 
w,.rk  iti  Mils  J"ii  III.  .•\ppr»)Xitnali'l\  imr  jiaVi'tit  in  ti-tj 
lias  lii-i  ti  liiiitid  lo  ha\  i-  a  ilidliii'alijr  psyt  liiati  i(  idii- 
dilKUi,  ton  tliai  t'li^tiri'  is  «  uriiparaliN'  t<i  tin-  rrsi  ii|  iln' 
pi»|Hilatnjti  (Sttinh  I  t  al.  MiT.^i  rnnfii-r.  •  hild  afmsc 
lias  fii-i'ti  timtnl  Ki  liM  assoi  iali'd  \\'illi  si  vi  raf  jii  tsnn- 
alit\  lypis  Klrri  Ti.  !;i7mi.  and  n<i  partiud.ir  fiiactinsts 
can  pri-dii  t  rhlld  .itiiisiv 

Oihi  r  imitarvihi.drii-ssh.iriM  innp  iral)K'  lirniiaiintK 

III  thi  ll  aluliiv  hi  i-xplain  i  iiunnh  nf  ilir  daia  tn  f|li  <  - 
tiv^l\  i^uiiif  inttTVi  titiiiti  l-'ur  lAatnplr.  rti\  iinnnM  iital 
tfj*rn-s(in  fi.a  laki-  inin  ai  ri.u»it  int  ra-nuliviiluaj  anrl 
ii^r-tiidi\ idiia!  soums  .if  sirni):ili  and  wiakm-ss 


vvln.  h  nndt  i  tattali.  >  nmir  <<i  l.-s.-  Miliii-i.ih|i<  tn  m 
virtnitnt'iit.il  lAprrn'iK  i-s  jrid  •  utidilinns  Nnr  do  tln-y 
an  niitit  '.nr  I  hilfi  aliiiM-  m  s<Knunt:t\  ainm  ii!  lunia  s 
And  lal'i  liiiK  ilu-,iry,  altliiitii;li  ludnfitl  in  pll1|ltln^:  nut 
piTv.iMvi-  liiasi-s  vMth  ivspn  I  t,t  wh,,  f^t-ts  iiii'iitiUni 
and  n  pfn-ti-d  a-  aliiisivr.  is  ,i|  svani  hidp  ni  the  i-riii-r 
j^i  iiiM.  fd.Mii  uhrti  .jddriwink;  tin-  fii-r.ls  ul  ii  raiiiily 
w  lin.si- 1  lidd  may  havi-  ri>:.ir«-t  t  r  Imriis  on  its  hodv  • 

Iticti'.isinKlv.  M-iislttv<'  |iin}rs.sinnaj-  and  ii  si  .in  hi  rs 
iiri'  I ntic.ilK  ^•^Jltnallrl^;  lln-  nliliiy  id  miit.iry  tlii-orifs 
III  l■tlldo^;\  and  ar*-  lnn■^;raMn^^  tlir  innn'  In  Iplnl  pans 
III  ilii'si-  tlu'orii-.s  intM  inii-rai  ii\  iindt  n  aiisal  ihi'urn-.- " 
Thi  M-  Mn-nrn-.s  >r»'k  m  iiii(li>i  st.iinl  Imw  iliffrri-ni  as- 
|)ri  is  III  i-xp»Tii'ri<  i'  iii.iv  r\a«  iTl";Hi-  nr  wfaki'ii  mln  r 
asju-rtstd  rxptTU-Mi  t'.  .Art  p.'ii ;  ii  nlar  pt  rxinaliiy  t.vpi  s 
iiiMrr  vnliiiTJilili-  tn  iiTinin  kinds  nf  rnviniiiiiM-ntal 
I'Xpi'i'ii'iii  I's'.'  An-  thiTi-  I'l-ainrrs  nt  itn-  snrial  mvirnn- 

in»;iit,  nr  ways  nl   Irr^fiandinK  'In-  rliild.  Uiat  rnahlc 

lainilii's  In  i  npi-  wii  li  strt-ss  uitlinnt  ri-surtniK  tn  vin- 

IriK  i','  Cliild  .ilnisf  ni.'iv  lii<  im<|rrsi  I  in  t Ids  ihcnn-i  • 

M  .il  1 1  111' IX I  as  ,1  s\;tipnmi  id  ily  slnintinii  iij  i\  i  iiiii|ili'x 
♦■•■nsvsii  ni  with  inarv  intrrai  tinj:  variahlrs.  Fiirthi-r- 
Minn-,  till'  l.isk  III  iindi'rMandin^:  is  nut  in  rmiiij:  thi- 
lainily  intn  a  narruw  tht-nrr-tu  al  Imx.  Imt  ratlu-r  in 
linilinK  till- '  xpianatinti  th.u  rxpl.inis  //its  family. 

Scvrral  stuilu-s  havr  i  nni  tiitnali/i'il  rhild  alui.-i-  a.s 
a  plw'iii  inrnnn  in  hv  apprnarhVd  tr>M"  thi-  innlnpli- 
Ii'Vi'ls  id'  inilividiial.  family,  and  sm  iHy.  h-adinj:  tin- 
Hidii  tn  a  niiin-  <  iiniprrhi-nsiv<.- 1  hi-irry  hast-  trnin  w  liii  h 
to  Kiiiilf  mii'r\'i'iiiiiiii  Klarliaiinn.  I!l7.'),  N<-wlH-r«i'r  »-t 
itI.  11)77;  .'^tnrr.  l!l7Hi. 

A  <liiiical  iraiiUd  fur  iiniitTstariilinj;  rhild  .Inisc. 
Mhkh  draws  Irnni  »'riilM^:ic  thi'nry  wn.s  rrtfiitly  ili-vtd- 
npi'ii  tn  t'Miihlf  pi'iliatrii  laiis  t*)  nrmnw/f  tin-  »'i)iii|>h'x 
data  with  whii'h  thi'v,  (Mitf  mi  in  i  linic.il  practiri'  (Hiti- 
iiiT  and  Ni'whiT^i'r.  l!iSl). 

Futun-  Kesfurch  NcfHs 
'I'wn  rcti'iit  snrvi-ys  sii>;j;fst  stihstjintial  ikdr«'t,s  in 
ihf  ktniwli'dt^c  Ikisi-  lai  <hijil  id)ns<'.  (ndU-.s'  il^lHO) 
rt'vii'W  nf  fainiiy  vinh'tn  i-  rrsiNin  liin  thr  l!«7()ssiij;j;r.sts 
an  iirjjtiit  ni'cd  for  iln-nrv  ti'Stiiin  and  h'.iihlinn  h)r 
|i>nj;itii(liniil  st.ii<ly  lii-sinns.  iVir  sampirs  drawn  frnnj 
nntii'linifnl  pnpiiliitiims,  and  Inr  inrrt-aV'tl  fiivt-rstty  of 
nioasiirrnii'iit  instrinni  iits  and  {hita-viilli'<'ii()n  trrh- 
niipn-.s  (Jrlti's  snhsimics  i  liilit  ahnsi-  in  his  «nnci'pt  nf 
fannly  vinU'iin'.  an  ap|iriinrh  whii'li  appr.ir.s  :n  Uv 
im-rcasinj;  in  favnr  anions  rrM-an  hers  in  th<'  IVIH.  Hi* 
siinitnarizcs  tiptly  tht'  prnnrr>is  in  thi-  last  dtTadf: 
"\V|u'ri'asri_*.si'ar<'h  in  thr  '•in's  tctidi'd  to  vji-w  <|iiiili'Stit' 
viidi-nrt-  as  rare  :\\u]  cimfinnl  t<i  ini'iitally  (hstiirhod 

;iiKlA>r  I  r  pi'iiph-.  rt'si-an  h  in  tfii-  '7n'.s  rcvt*ah'd 

(atntly  viisli-mc  as  jin  cxirnsivi'  i)hi'iiiinii<nnti  whu'li 
innhi  imt  hi-  I'Xplaint'il  snli-ly  as  a  nmsi'iiin-ni'i'  of 
jksyi'hnloniral  fa<  tnr>.  nr  iiu-nini-"  ij).  H7.'{l 

<  larharinn  ( l'»S  h  snrvi-yrd  l-I  nat  liTfuilly  ri-i  ii^:ni/«'d 
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♦■x|MTts  aiHl  i  iirriltnli>il  ihai  'wr  Jirv  tiiuluttK  .H4itiit> 
|!ri)»:ri>s.N,  lint  that  iiuijnr  qtit-sti'iKH  rtMuaiii  itDait- 
swi  nil  "  I'lu-  fnlliiwruK  pnniip.d  ri'M-arth  issues 
riiMTKi'ii  i'»  'If  rijirl)ariri«i  sur\'t'y: 

I  //ii  Ji/rrin-  fsttriinffs  vuntiniir  (n'  I'on fused  by 
a  lin  k  nt  pri'i  iMnn  in  ihi-  (li  tlniliuns  iist-d  in  n's«'an'h. 
piilii  y.  law.  jiiiil  prai  iii  i*.  Stufln-s  «if  nialin-ulfcl  inln- 
li'w»'m.s  sujiKfJ-t  difftTi'iil  must's  and  cniwequfiires- 
fruni  i  MM's  iiiviilvin>;  ynnngfr  I'hililri'H. 

2.  itii'nhiu  otton  itf  risk  (or  mnllrrotment  remains 
stiitistu'dlly  imrvliahU;  ihu«  fru Hi  rutin)?  attcinpLH  at 
tNirlv  intfrvciitinn  and  pri'ViMition. 

.'I.  Trvatpwnt  of  vhihi  abusv  ih  inadequate,  and 
siin-i-Nsrul  iri'atinent  is  iin(M.'rf*H  tly  understncid.  Con- 
V(>rtti<in»t  S4K'ial-wiprk  approarhes  arr  axHOt  iated  with 
\uyiU  rati's  nf  n-' injury.  I  ml  low  ri'L-idivisin  is  r<-lM»rtit<l 
with  mndvalivi-  anil  ri'snurci-ful  prn>:ranis  with  s**- 
jfi  tfd  i  liniral  pupnlalioiss. 

4.  \fUirly  all  trrtitmrnt  vffnrts  fucus  an  ptirmts. 
Not  <in{y  nrc  ihc  drvrlnpincntal  and  hi^altli  ni'fds  nf 
rhdilrfii  i^nnrt-d.  hui  the  rhildri'ii  inav  hi-  harmed  by 
inii'r\rntionH  wliiih  plare  thrni  in  fnstiTdiimit'  or  in- 
stitutninal-cart'  wttinjj.s  Fncus  tin  thf  childhood  an- 
ti'n'di>nih.  pn-i  ipunnts.  und  ninrninitant.s  in  rcseiirch 
anil  pr«*'tii  I'  IS  hmiii'd  Pmirly  diffi-ri-ntiniitd  clinical 
appniai-hfj*  ut>Rli'(.t  the  imniui'  n»>fils  nf  adok-w'tMits. 

T),  i'rfirritnr  intfinfiws  are  laTfivly  unexplored. 
nniwuhstjindin^.  fur  i-xiunpU'.  the  sunRfsted. potency 
Hiul  rnst  i'ffrrtivi-nfSH  iif  fai'ilitatinn  the  lormnlion  of 
iNinds  nf  pnri'Ut-i-hilil  Jittarhnu'itt  at  hinh. 

♦.).  The  pu'dtum  and  iwnf^  trrm  eonsequetices  of 
fihysu  al  and  srxual  afwse  arv  poiirly  understood, 
iilthnti^jh  i-xpt-rt-s  iiinnir  on  tht-  nu  reawfd  vuliu'rittMllty 
fur  fW-vi-rt-  pniMt'ins  in  whniil.  in  iM-havior  in  the  cuni' 
iniinity.and  in  hiti  i  family  lift;.  Ft-w  Innpiiudinalstud- 
it's  luiVf  Im'Hiiii.  and  tht-st-  an-  Iikt-Iy  snon  to  end. 
iM'i  aus*'  of  H-vt-ri'  ronsirmnts  on  rt<s«'areh  funding. 

ConcluKionK 
<'linual  Jipproarln'>  tn  ihild  ahnst-  remain  ctin- 
siraitv'd  hy  an  inadi-quarf  foundation  of  theory 'and 
kiui'Almlni'.  IMiiurijins  work  inn  with  vinlem  fnnu\ir'.H 
typit-allv  work  mi  a  rasf  hy  rjisi.'  Iiusis.  Hunrt'.  they 
most  prai  thf  wliat  they  know  and  arruniulutf  new 
kiiiiwli'd^je  thriiuuli  cxpfrienif  wiih  tht'  type  of  fnnii. 
Ill's  tht'y  M-r  (I.inhi.  lltTtO.  Although  I'ager  to  improve 
till'  >tii-<-i  ss  of  tlieir  work  and  to  iiiiprovL*  the  quality 
ot  data  avaihiMe  tn  tilhers  in  the  field,  ihey  typirally 
have  littli'  timt'  tn  pif^t'  tugethrr  the  re.sulLH  of  their 
work  and  nf  studit's  in  the  field.  Noni'thelesM.  dlnicinns 
have  ttiadi'  important  emit  rihut  inns  to  our  knowlt'dge 
hase  iih  rhild  ahiLKi'. 

lii'i  ativ  JK-udi'iiiii'  ri'Si'arrli  and  elinieians  lm\t'  dif- 
fi'n  iit  work  riili"^  und  work  !ii  different  organiwilionH. 
tlie\  fn'tpientlv  iippriiarh  thts^inK'  topir  in  different 
ways  (drlU's.  liWJ.  Sriyd'T  et  al.  'iWJ).  Shared  nin- 


ilUJSK  -*>" 

rt-nis  by  Ixith  reseftrchera  nnd  dinieijiiw  wtirking  in 
the  fnmily  vtlslence  field  have  not  led  to  n  lugh  level  of 
interchange  regarding  toneeptH.  theory,  or  data.  Ht>- 
Henrc'h  results  frvtpiently  ore  not  in  a  fonii  to  guide 
clinical  decisions.  The  concerns  most  central  to  clini- 
cian}* frequently  are  not  phraa*.'d  in  a  way  that  provides 
fnruH  to  reHtjarch. 

Well-conceived,  controlled.  longitudinalHtudieshold 
great  promise  for  prevention  and  treatment  of  child 
ahus<».  Thia  research  must  be  conceived,  operational- 
i7.ed.  and  disseminated  in  such  a  way  a«  to  pronde 
.  uwiful  jfuidepoHta  for  practice  and  policy. 
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Senatoi  i>KNT<)N.  Thank  you.  Dr.  Newberger. 
Mr.  Luhtr,). 

Mr.  LoKK?).  Thank  you.  Mr.  Chairman.  I  am  here  today  as  a  rep- 
resentat'vt;  vf  Covenant  House  and  also  of  the  Covenant  House  In- 
stituto  lo;  Yourh  Advocacy,  organizations  which  exist  to  provide 
foi'  tht'  <  v/e  and  i)rotection  of  street  kids,  and  advocacy  for  their 
most  >..t^'•i'  us  nei^ds.  ^   ^.  r 

Becav'si'  wc  are  convinced  that  a  Federal  role  m  the  protection  ot 
children  from  abuse,  and  in  particular,  sexual  abuse,  is  absolutely 
crucial  *  j  the  care  of  our  Nation's  children,  we  are  delighted  to  be 
hero  Kvjay.  and  in  particular  wish  to  address  you  regarding  the 
quesli'T'  of  sexual  qibuse  of  American  children. 

I  thiv.s,  first  of  all,  it  is  appropriate  to  tell  you  a  little  bit  about 
Co\'jiiah^,  House.  It  was  founded  very  informally  by  a  Franciscan 
prie:s\  Father  Bruce  R^.tt^r,  in  1968.  He  entered  into  the  crisis  care 
of  kidi'  really  quite  b>  ac<  i dent.  Forced  off  campus  by  students  who 
V^\i  h.  :v:  he  ought  to  practice  what  he  preaches  from  the  pulpit,  he 
i'ouvA  '?imse!f  on  the  Lower  East  Side,  and  the  first  children  that 
'r.?»  t;ave  shelter  to  .-  vTe  six  children  from  a  self-formed  family  who 
na  i  bee/i  used  in  'uaking  a  pornographic  movie  in  exchange  for 
food  and  shelter 

Since  that  tin.o  i-.e  has  built  a  major  organization  that  now  cares 
for  ;?pprL-'.:nat(i:  12,000  kids  a  year,  8,000  of  them  in  New  York, 
tht>  c^sl  K:  crisis  shelters  in  Toronto,  Guatemala,  and  sopn  in 

Houston  anvi  t:'..sion. 

The  proju^-.r.i  '.perates  on  a  24-hour,  open-intake  policy  with  a 
wide  range  'jf  aefVices:  a  fully  staffed  medical  clinic,  a  legal  staff, 
staff  psvcfir^iogists.  professional  social  workers,  and  vocational 
counseioii..  Covenant  House»  of  course,  sees  the  whole  range  of 
p;ob!e.'rt3  related  to  child  abuse,  but  with  regard  to  sexual  abuse, 
v.o  vj^'^'''^  '4-s  have  a  very  special  interest  because  so  many  of  the 
cl;ii  ;ren  v-ho  come  to  us  have  been  caught  up  in  the  sex  industry 
'A  n:  jh  is  centered  in  Times  Square.         \  ,    •  u 

Our  Under  21  crisis  center  in  New  York  is  located  right  in  the 
heart  of  the  Minnesota  Strip  sex  area.  Of  Covenant  House's  chil- 
dren, our  medical  staff  estimates  that  up  \to  35  percent  have  been 
sexually  abused  prior  to  their  entrance  into  street  life.  Once  they 
are  on  the  street,  some  60  percent  or  more  become  a  part  of  formal 
ov  informal  prostitution;  that  is,  trading  sex  \for  survival. 

The  best  scholarly  estimates  for  the  rate  6f  sexual  abuse  nation- 
ally put  the  figure  at  approximately  1  in  10  boys  prior  to  age  18;  1 
in  4  girls  prior  to  that  age.  Of  course,  these  estimates  are  subject  to 
some  dispute,  particularly  with  regard  to  the;  definition  that  is  ap- 
propriate for  sexual  abuse.  _ 

But  the  difference  between  the  extremely  high  Covenant  House 
rate  and  the  national  rate  of  sexual  abuse,  I  think,  points  to  at 
least  two  factors  which  are  related  to  the  results  of  sexual  abuse  in 
children. 

P'irst  of  all,  there  is  a  tremendous  increase  in  the  chance  that  a 
sexually  abused  child  will  run  away  from  home  and  end  up  on  the 
street. 

Second,  there  is  an  extremely  increased  chance  that  such  a  child 
will  eventually  enter  into  some  form  of  prostitution.  Of  course,  the 
other  effects  of  sexual  abuse  of  children  are  well  documented  and 
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extremely  .severe.  'Vhv\  ran^t*  from  severe  emotional  trauma  to'se- 
rious  sexual  dysfunction.  They  include  numerous  physical  problems 
for  children.  We,  in  many  ways,  think  of  a  badly  sexually  abused 
child,  particularly  one  who  has  then  entered  into  the  sex  industry 
in  New  York  City,  as  having  suffered  a  form  of  psychological  death 
thai  is  the  equivalent  of  an  extreme  case  of  physical  abuse. 

There  is  no  real  limit  on  the  age  range  of  sexual  abuse.  We  have 
seen  babies  of  II  months  who  have  been  sexually  abused.  We  have 
also  seen  girls  in  later  adolescence  who  have  been  raped  or  sexual- 
ly abused.  The  average  age,  however,  is  around  10  to  \\  years  for 
the  first  reported  instance  of  sexual  abuse  in  a  child. 

Our  response  to  the  problem  of  sexual  abuse  in  the  kids  we  see 
basically  parallels  the  response  that  we  use  with  regard  to  all  the 
kids  who  come  to  Covenant  House.  That  response  is  a  multidisci- 
plinary  one  for  all  the  children  we  serve,  but  particularly  for  kids 
who  are  involved  in  sexual  exploitation  or  in  past  sexual  abuse,  we 
adopt  a  multifaceted  approach.  We  have  a  crisis  team  for  handling 
t  hese  kids,  which  is  composed  of  representatives  of  the  various  pro- 
fessionals disciplines  within  Covenant  House. 

That  approach  corresponds,  incidentally,  with  some  other  suc- 
cessful intervention  programs  against  sexual  abuse,  one  of  which— 
the  Institute  for  Community  as  Extended  Family— is  located  in  San 
Jose,  Calif.,  and  another— the  child  sexual  abuse  victim  assistance 
project—here  in  Washington,  D.C.  These  programs  may  not  have 
the  answer  to  the  problem  of  sexual  abuse,  but  they  attempt  to 
look  at  it  from  every  possible  angle  and  work  the  problem  if  possi- 
ble. 

Our  principles  at  Covenant  House  are  **humanistic"  in  a  Chris- 
tian sense.  We  use  five  basic  rules:  No.  1,  immediacy,  urgent  re- 
sponse to  the  child's  needs. 

Second,  sanctuary,  protection  of  confidentiality,  and  safety. 

Third,  value  communication;  we  have  values  at  Covenant  House. 
We  are  not  afraid  to  state  those  values  to  the  children,  but  we  do 
not  expect  them  instantly  to  adopt  our  own  moral  vision. 

Fourth,  structure;  where  rules  are  necessary,  they  must  be  en- 
forced, and  we  do  enforce  our  rules  at  Covenant  House  and  try  to 
bring  the  child  back  into  a  frame  of  self-discipline  and  forward 
movement. 

^  Finally,  the  principle  of  choice;  no  child  has  to  participate  in  the 
Covenant  Mouse  program,  but  we  believe  that  by  leaving  that 
choice  open  for  them,  there  is  a  chance  they  will  turn  their  lives 
around. 

In  order  to  give  you  an  idea  of  what  a  sexual  abuse  case  at  Cov- 
enant House  might  look  like,  I  have  chosen  one  case  history  to 
reviev/  with  you.  It  is  the  case  of  Marian,  who  was  age  19  when  we 
began  working  with  her.  She  v/as  abused  sexually  by  her  maternal 
uncle;  her  mother  and  grandmother  denied  the  situation,  refused 
to  recognize  it.  This  went  on  while  Marian  was  aged  9  to  13. 

At  |,he  found  herself  out  on  the  street,  soon  was  beaten  up  by 
a  young  man  who  was  furious  over  his  own  impotence.  She  then 
fell  into  the  hands  of  a  pimp  named  Raymond  who  fathered  a  child 
born  to  her  at  agc^  14.  She  worked  on  the  street  for  4  years. 

She  attempted  suicide  a  number  of  times.  She  got  a  number  of 
breaks  from  the  Street  because  she  was,  after  all,  the  mother  of  the 


pimp's  child.  And  so  he  did  give  her  some  time  off.  She  finally 
came  to  Covenant  House.  With  luck  and  God's  grace  she  managed 
to  turn  her  life  around  slowly.  She  is  now,  we  understand,  success- 
fully coping  in  a  program  for  former  prostitutes  located  in  the 
West. 

Her  case  illustrates,  I  think,  some  of  the  key  problems  m  dealmg 
with  sexual  abuse  under  the  current  system. 

No.  1,  noncustodial  sexual  abuse  is  technically  not  a  part  of  the 
national  effort  against  child  abuse,  protection,  and  treatment. 
Unless  that  noncustodial  abuse  is  incorporated  in  the  statutory 
definition  of  abuse  and  neglect,  the  Federal  law  is  going  to  remain 
impotent  in  dealing  with  over  halfs^of  the  cases  of  sexual  abuse. 

Second,  children  who  wish  to  pursue  cases  of  sexual  abuse  find 
themselves  blocked  by  outmoded  rulfes  of  evidence  and  problems  in 
presenting  testimony.  It  is  extremely  traumatic  for  a  child  to 
present  testimony  in  a  court  of  law  regarding  an  abusive  incident, 
particularly  a  sexual  abuse  incident.  But  the  rules  of  hearsay  pre- 
vent the  introduction  in  many  States — in  fact,  nearly  all  States — of 
statements  by  a  child  made  to  a  child  protective  worker  soon  after 
the  event.  The  child  must  come  into  court,  and  present  testimony 
for  the  record  to  be  established.  \ 

Second,  no  system  of  videotape  testimony  h^s  been  introduced  in 
the  various  States  to  allow  a  child  to  testify^ in  a  somewhat  less 
threatening,  nonpublic  atmosphere  while  still  preserving  the  con- 
frontation rights  of  the  defendant.  \ 

But  we  believe  that  even  beyond  emphasizing  the^se  legal  difficul- 
ties, it  is  important  to  reach  out  to  the  children  of  this  country,  be- 
cause they  are  the  only  ones  who  know  whether,  in  fact,  they  have 
been  sexually  abused.  We  think  an  appropriate  respoijse  for  the 
Federal  Government,  in  addition  to  changing  its  statutory  defini- 
tion of  abuse  and  encouraging  changes  in  evidentiary  rules,  would 
be  to  adopt  a  national  media  campaign  to  educate  children  on  the 
limits  on  sexual  activity.  .\ 

Many  children  in  this  country  are  not  educated  as  to  what  is  Sex- 
ually right  or  wrong.  They  have  no  concept  of  how  far  an  adult 
should  be  allowed  to  go  with  them.  A  media  campaign  would  reach 
many  of  them,  because  after  all  the  average  age  of  a  sexual  abuse 
victim  is  10  or  11,  which  is  a  prime  TV  age.  Ads  directed  to  chil- 
dren might  let  them  know  that  there  are  limits  of  touching  and 
that  they  have  a  place  to  go  if  there  is  a  case  of  sexual  abuse  in 
their  house. 

Finally,  we  would  emphasize  that  there  are  few  long-term  treat- 
ment options  for  children  who  have  been  cast  off  from  the  family 
by  sexual  abuse,  particularly  for  children  who  have  become  in- 
volved in  prostitution.  Estimates  go  as  high  as  900,000  juvenile 
prostitutes  in  this  country.  There  are  perhaps  500  beds  at  most  in 
existing  programs  to  handle  juvenile  prostitutes.  And,  in  fact,  most 
of  the  programs  that  handle  child  abuse  are  not  fully  appropriate 
for  handling  sexual  abuse  problems. 

We  think  the  Government  s  capability  of  intervening  successfully 
in  the  area  of  sexual  abuse  is  limited  by  the  mystery  and  the  intri- 
cacy of  the  entity  that  is  the  American  family. 

But  we  urge  you  to  go  as  far  as  you  can  "go— reauthorize  this  act7 
tinker  as  far  as  you  can. with  the  definitions  of  sexual  abuse,  and 
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extend  Federal  intervention  to  bring  as  much  help  to  children  as  is 
possible. 

I  would  ask  finally,  Mr.  Chairman,  that  my  written  statement  be 
entered  into  the  record. 

[The  prepared  statement  and  additional  material  of  Mr.  Loken 
follow:] 
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PRI-PARIU)  r.l'ATl-.Mf.NT  OF  GREGORY  A  LOKEM 
SR.   STAFF-  ATTORNKY,   COVKMAMT  HOUSE 

Mr.  Chairman,  Members  of  the  Subcommittee,    I  am  Gregory 
Loken,  Sr.  Staff  Attorney  at  Covenant  House/  New  York,  New 
Yorl;.     I  was  delighted  to  receive  your  invitation  to  discuss 
the  problem  ot  sexuaL  abuse  of  children  in  the  context  of 
your  consideration  of  reauthorization  of  the  Child  Abuse 
r:  ':'V'?p.t  ion  and  7reat:nent  and  7\doption  Reform  Act. 

Covenant  House,   founded  by  Father  Bruce  Ritter  in  1968, 
is  a  not-for-profit  organization  dedicated  to  the  crisis 
c.ir--  oi   runaway  and  homeless  youth.     Its  main  facility,  the 
I'lvlor  ^'1  cviy.ir.  nholter  located  in  Times  Square,   right  off 
tV.e  "Mi:-. nose ta  Strip",  annually  provides  shelter,    food,  and 
clothinq  .ilcnr;  with  tr.edical,   legal,  vocational  and  educational 
counselling  to  about  8,000  kids  under  the  age  of  21.     By  the 
ond  of   this  year  similar  facilities  -  actually  called  "m\jlti- 
service  conLers"  -  will  be  open  in  Houstor.  and  Boston;  a 
r.imilar  center  in  Toronto  has  just  passed  its  first  anniversary. 
Ir.  r.um,  we  expect  to  provide  crisis  shelter  to  aboct  12,000 
-hll.iren  during  1983.  About  six  percent  of  Covenant  House's 
fundin<;  conos  from  governmental  sources;   the  rest,  including 
some  seventy- five  percent  from  small  and  moderate  donors, 
from  private  sources. 

The  first  six  children  to  v:hom  Father  Bruce  provided 
shelter  were  homeless  -  all  from  one  self-constituted  family  - 
and,  prior  to  knocf'.ing  on  his  door,  had  been  coerced  into 
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making  a  pornotjr«^phi(;  movie  for  fooc?  and  shelter.  Since 
that  time  the  work  of  Covenant  House  has  been  inextricably 
bound  up  with  the  problem  of  sexual  exploitation  and  abuse 
of  the  young.     As  our  perspective  is  from  the  darkest  edge 
of  the  lives  of  sexually  abused  children,  however,  we  think 
it  is  impocLant  first  to  provide  something  of  an  objective 
account  of  the  nationwide  blight  of  sexual  victimization  of 
the  young.     Against  that  backdrop  the  Covenant-  Mouse  experience 
is  more  understandable,   less  charged  with  emotion.  '^So,  too, 
the  sucjyos tions  of  Covenant  Mouse  for  your  future  action  on 
behalf  of  sexually  abused  children  are  more  easily  scrutinized 
whon  framed  by  national  -  as  opposed  to  our  particular 
pro<u"<ini'     -  needs  . 
I .     Soxvial  Abuse  of  Children  ~  The  National  Problem 

The  tendency  of  "professionals"  and  "experts''   co  discuss 
children  in  narrowly  categorical  terms  -  without  any  real 
effort  to  keep  an  overall  human  perspective  on  children's 
problems  -  once  drew  this  icy  criticism  from  the  great 
children's  advocate  Lillian  Wald: 


Perhaps  Solomon  the  \-^ise  had  spGcialist.G 
in  mind  when  he  tested  the  love  for  a  child 
by  the  unwillingne:*s  to  have  it  dismembered. 
Certainly  the  studies  of  the  specialists 
themselves  constantly  are  showing  that  to 
understand  fully  the  kinds  of  trouble  into 
which  people  iall  -  sickness ,  poverty , 
difficulties  in  home  or  job  -  we  need  to 
know  all  the  factors  that  affect  their  lives. 
This  understanding  is  especially  imperative 
in  the  case  of  children  who  necessarily  are 
90verned  to  a  far  greater  degree  than  adults 
by  coiidi  tions  about  them  over  which  they 
have  no  control.  ^ 
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It  is  therefore  always  dangerous  to  isolate  one  aspect  of 
childhood  experience  for  special  scrutiny?  the  limits  of 
"scientific"  study  of  complex  human  events  are  all  too 
obvious  and  severe.     Yet  sexual  abuse  is  one  blotch  on 
American  childhood  so  widespread,  so  severe,  and  so  destructive 
as  to  warrant  the  most  exacting  and  specific  attention. 

A.     Extent  of  Sexual  Abuse,     '"hat  term  has  been  given 
various,  often  legalistic,  definitions,  but  the  problem 
stated  generally  is  simply  that  of  overt  sexual  contact 
between  adults  and  children.     Vore  than  a  problem,  actually, 
sexual  abuse  of  children  is  a  national  epidemic.     Now  the 
top  professionals  in  the  field  estimate  that  some  500,000 
children  per  year  experience  some  form  of  sexual  abuse. 
Ry  the  end  of  their  adolescence  one  fourth  to  one  third  of 
all  girls,  and  about  10%  of  all  boys,  will  have  been  sexually 
victimized  to  some  degree.  ^     As  one  leading  expert  put  it: 
"Child  protection  workers  all  over  the  country  report  that 
they  are  overwhelmed  by  the  influx  of  new  cases  of  sexual 
abuse.    Whereas  ten  years  ago  there  was  hardly  a  case  anywhere, 
today  the  reporting  rate  is  increasing  exponentially  and 
shows  little  sign  of  abating."^      Our  national  confidence  in 
American  progress  can  only  be  shaken  by  the  knowledge  that 
studies  indicate  the  rate  of  incest  in-this  country  increased 
from  one  case  per  million  population  per  year  during  the 
period  1910-1930  to  S,000  cases  per  million  population  per 
/    year  from  1945-1965.^ 
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Tn  par*  ,  ol  course?,   Lhose  extraordinary  figures  are  a 

6 

si  jn  that  reporting  of  sexual  abuse  has  improved.      The  re- 

ctujnition  by  Congress  and  rtate  legislatures  that  sexual 

.li-n:,,;.  fvifjin  and  ii.  severely  harmful  to  the  children  abused 

h.^r.  '.>'.■  i  ;l.>nt  ly  borne  great  fruit.     A  recent  survey  of  adults 

in  "  i;-. ton  fo\ind  that  those  interviewed  had  a  surprisingly 

>u:;*uiato  u r.dc? rs tnncl i ntj  of  the  scope  of  sexual  abuse  ard  a 

•■•  ti  orvj  resolve  to  report  such  abuse  when  it  occur  '^hat 

:■,         ■  i.jrvoy,  however,  produced  a  frj.ghtening  s»         .  ■ 

c'.'   t^.o:;*'  intorvio'.ved  stated  that  they  had  porsor..  '  lo^^.e 

of  r.'?v\i,Tl  abui^e  either  through  person?.!  experience  or  through 

:.o:';..'  [."^yr-on  in  their  social  network.®      '^hat  degree  of 

'lirecM         lie  knowlerlge  of  sexual  victimization  does  not 

ceoin  likol/  Lo  have  resulted  simply  from  increased  sophistication 

1  :i  I  <'p:)r  t_ i nq  or  detecting  sexua  1  abuse ;   rather ,  such  increased 

awaronesG  by  parents  plus  the  skyrocketing  figures  of  reported 

r.{?xual  abuse  support  a  view  that  actua  1  sexual  abuse  is 

rising  significantly.^      As  Dr.  A  Nicholas  Groth,  director 

of  the  sex  offender  program  at  the  Connecticut  Correctional 

Institute,   recently  declared,   "The  dimensions  of  the  abuse 

are  sta^jgering.     If  we  saw  these  same  numbers  of  children 

suddenly  developing  some  kind  of  illness,  we*d  think  we  had 

a  najor  e:>idemic  on  our  hands." 

B.     Ef f ec ts .     An  epidemic  it  is,  and  one  with  the  most 
damaqing  of  consequences  for  its  victims.     While  measurement 
of  the  extent  of  sexual  abuse  is  extremely  difficult  and 
open  to  professional  disagreement,   there  is  little  doubt 
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.Tbout  the  offi^ctr.  tljal  abu;;e  can  create  in  its  victims. 

Those  effects  have  been  found  to  include:     (1)   prob .  ms  in 

nexual  a i  jus  tmc-nt ;   (2)  interpersona  1  problems ;   (  3 )   educa  tion 

pr  (.b  1  '.'inii ;    [A)    suicidal  icleation;    (.)  obes  i  ty ;    ( C)  sleep 

problcp-^;  (7)    'Ir?  1  inquency ;    (B)    runninrj  away   I"  t  om  home;  (9^ 

pror;  t  i  tut  i  on;   anc'.,  worst,    (10)   becoming  a  child  molester, -^^ 

Vi:.  rent  He  Francis,  au  'or  of  the  seTiina]   study  of  sexual 

abu:;o,  concluded  that  at  least  two-thirds  of  sexually  victimized 

c'-ildron  i;ufCcr  emotional  disturbances;    for  fully  14  those 

1  2 

(■  i   t..ur}.>ancc;;  ar«  iJc?vero.         Above  all,  perhaps,  there 

T'  sultr.   from  r.uch  abnse  "a  Is^''  of  basic  trust"  anc»  "a 

•  ■  ri'l'.-ncy  Tor  i:ocial  isolation  and  difticulty  in  establish 

''):sc  !  r-'.an  relationships.'^"^ 

''^ ,     '"'-o  .^husors «     Hxperts  on  sexi  aj  abuse  have  spent  so 

lorvj  tell  ng  t!:c  public  something  it  already  knows  -  that 

"fhild  :"!ol esters"   are  mom  often  menbers  of  the  child's 

''si  'ily  than  the  "dirty  old  men"  of  legend  -  that  one  scholar 

finally  was  provoked  to  say:     "The  literary  device  of  -"ebunking 

the  myths  has  worn  thin,   and  could  use  some  rest.'*^'  Although 

soro  old or  studies  indicated  that  a  majority  of  sexual 

1  5 

ab';:^crs  v;oro  strangers  to  their  victims,         the  recent 
v;eLqht  of  Professional  opinion  has  swung  completely  to  the 
opposite  view.     *'ow  strangers  are  believed  to  be  the  perpetrators 
in  only  ;   ^ut  one  quarter  of  all  sexual  abuse  cases. 

It  is  important  to  note,  however,   that  strangers  remain 
a  quite  sub'  tantial  minority  of  sexual  abuser:^.     If  anything, 
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r.t.'xual  al)us(.'  \>y  .t  !it  rarvjor  is  loss  likely  to  be  reported 

than  abuse  by  ijomeone  known  to  the  victim. further, 

parents  probably  constitute  no  more  than  a  fi*!th  of  sexual 

ahiisorsr  parents  and  other  rel.itives  together  make  up  only 

about  -10'-  of  su6'h  offenders,         .Miout  a  third  of  the  sexual 

uVuse  perpetrated  is  the  worlc'  of  "friends"  of  the  victim  - 

peisonn  w^'io  while  known  to  the  victim  do  not  normally  stand 

1  ° 

in  a  cu^^tiO'.lial  relationship  wi th  him  or  her .  " 

Overall,   thon,   about  half  or  more  of  all  sexual  abuse 

is  p«--r:  •.'  t;  rat  •  •  1  by  porijoMs  wi  th  no  cus  tod  ial  resnonsibi  li  ty 

for  t^^o  abu:;e';i  child.      If  patronage  of  juvenile  prostitutes  - 

of  whom  t:hcre  nay  be  as  many  as  900,000  nationwide  ^at  any 

^iivt.Ti  time  "    -   iG  included  in  the  concept  of  "sexual  abuse," 

lY-.cit  proportion  would  be  higher  still,     A.ny  strategy  against 

soxnal  abiir.e  which  does  not  encompass   this  non-custodial 

fjioup  is  at  best  sadly  incomplete, 

TI.     ""ov'nant  Touse  -   Incidence  and  Treatment 
Of " "Sc- >: u a  1 1  y  Abused  " c's i d e n t s 

'"ovenant  House,  with  its  ^'rder  21  crisis  shelter  ""ocated 

in   tho  heart  of  Tines  Square  and  its  billion-dollar  sex 

i;*-Vastry,   is  confronted  in  all  its  work  v;ith  the  exploited 

sexuality  of  the  children  who  seek  shelter  there.  According 

to  our  ''oalth  Services,   ninety-nine  percent  (991)    cf  the 

residents  at  Cnder  21  have  been  sexually  active;  approximate] 

sixty  percent   (60"),  perhaps  more,   have  engaged  either  in 
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formal  prostitution  or  in  trading  sexual  favors  informally 

for  food  and  shelter.     *!any  are  irretrievably  tied  to  street 

life,   and  about  half  of  the  residents  leave  'Jnder  21  within 

three  days  -  unable  to  accept  even  the  nomimal  structure 

v;hich  a  crisis  program  must  r'enan*''.     '^he  other  half  of  the 

residents  stay  usually  between  two  weeks  and  two  months. 

Incidence  and  Vature  of  Sexual  Abuse,     ""he  first 

sexual  victimization  of  children,  whether  by  family,  familiar 

adults,  or  strangers  tends  to  fall  at  a   tender  age  -  on  the 

?1 

average,  at  about  age  10  or  11.         As  the  vast  majority  of 

"nder  21  residents  are  15  and  over,   it  is  a  comparatively 

ra re  event  for  the  program  to  inc lude  a  child  fresh  from  bis 

or  hor  first  soxual  encounter  or  series  of  encounters  with 

an  adult.     '^ather,   the  program  instead  deals  extensively 

v;ith  chiUircn  who  have  a  history  of  sexual  abuse  in  earlier 

youth,  many  of  v;^on  nov;  are  ^einq  sexually  exploited  for  the 

coninorcial  profit  of  the  sex  industry. 

In  providing  crisis  shelter,  of  course,   it  would  be 

extremely  damaging  to  children  just  off  the  street  to  ask 

intimate  questions  about  sexual  abuse  that  may  have  occurred 

vears  be  fore.  Of  ten  a  child  volunteers  that  inf orma  tlon 

after  a  relationship  with  the  program  staff  has  been  developed. 

In  determining  the  incidence  of  sexual  abuse  in  residents* 

histories,   then,  we  must  rely  largely  on  behavorial  symptoms 

of  previous  sexual  abuse.     Those  symptoms  are  well  defined 

2  2 

in  professional  literature;  they  often  are  not,  unfortunately., 
exclusive  of  other  possible  sources  of  trauma. 


275 


273 

Still,  based  on  observation  of  behavioral  syiinptoms,  on 

frank  conversations  with  many  residents,  and  on  familiarity 

wix.*i  the  environments  from  which  the  children  come  to  the 

program    Under  21  Health  Services  staff  members  estimate 

that! perhaps  half  of  the  girls  and  possibly  as  many  as  35^ 

of  all   residents  seen  by  Health  Services  have  been  the 

victims  of  "sexual  abuse"  -  that  is,  sexual  victimization  by 

an  adult  prior  to  the  child's  entrance  into  street  life.  At 

present.  Covenant  House  is  preparing  a  carefully  controlled 

research  project  to  test  these  estimates  in  a  rigorous 

manne-.   In  comparison  with  the  best  estimates  of  the  incidence 

sexual  abuse  nationwide,  the  Under  21  figures  are,  quite 

natural\y,   extremely  high.     *' 3cause  running  away  and  entrance 

into  prostitution  are  two  widely  recognized  consequences  of 

sexual  abuse,  hc^ever,  that  is  hardly  surprising.     Over  >-alf 

23 

of  ail  juveni le  prostitutes  have  been  sexually  abused; 
entra.i'-e  into  street  life  is  a  logical  consequence  o^  the 
self-loathing  sexual  abuse  creates  in  its  victims. 

numerical  estimates  and  clinical  theory  have  their 
place  in  analysis  of  the  problem  of  sexual  abuse,  but  ultimately 
only  attention  to  the  stories  of  individual  children  can 
provide  real  insight  into  what  sexual  abuse  finally  means, 
following  this  statement  are  five  case  histories  of  current 
or  recent  residents  of  Under  21  with  histories  of  sexual 
abuse.  Not  all  the  cases  involve  sexual  abuse  by  a  parent, 
but  all  evidence  betrayal  of  the  child  by  those  he  or  she. 
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Rbould  have  hvrn  nhie  to  trv.jt.     "or  do  all  show  a  successful 

resolution  of  case  by  our  program:     the  damage  inflicted 

by  rexual  abusr         not  necessarily  reversible,  and  certainly 

is  o^'ten  co:-'.nlot.:  •  •      'itside  the  rehabilitation  capacity  of  a 

nhort-term  crisis  ;    .   ^am.     '•7b.it  all  the  casos  do  evidence 

is  the  pathetic  need        "  'Ctims  for  the  nort  basic  components 

of  survival  -  food,   shelf  .3  medical  care.     And  all  of 

the  car.os  illustrate,   too,  .  'or  excluf-ion  of  these 

chilJ5»'n  from  .my  sort  of  ncL^^         ir-ilial  relationships- 

P.     '"'^o  ^ovj-Ti^ap.t_  _^!our;  ^        Ch.i'^c'iren  vjho  arrive 

•  f     *  J  door  of  Under  21  a*        '1  flooing  the 

r.t  nd  all  that  it  rep:  Tov  ai^   t'  ose  v;ho  arrive 

t  rct-.i  onJs  on  tht    h  of   five  rasic  principles: 

"i  .    T nn odiacy ,     T ^ : c  urgent  n e i* J c. t*  the;  children 
V'ho  aTrive  must        met  v^it^A^:t:  dr-Iay  -  particularly 
-.iic^  basic  needs  as  food,  nvJ.-cal  attention,  or  a 

>'Wor  -  before  planning  for  the.':  can  hogln.     '  hat 
r..":\T^s  Gverr*tlTe~"mo'5 1  pori ur.vTOi."y  intcike  procedure 
:-''i5;t  wait  if  there  arri  imjieai*^ to  r-3ods  to  be  met. 

r^anctuary .     'T'he  identit:^.ec  of  -all  residents 
ar  ^  co'hf  menti  al  under  t:nder  21  policy,  at;  well  as 
under  federal  and  state  law.     Children  residing  at 
t'ndei  21  are  not  judged  on  the.i  r  papt,  v;hich  is  to 
bo  i.ivestigated  only  when  noce.^sary  for  effective 
ca:,e  planning . 

^'ilvie  Communication .     'ust  as  Tinder  21  off^'rs 
urico:Rr-'t"ional  accepten:;e  -  24-hour  open  intake  - 
of  any  new  child  who  presents  himself,   so  it  is 
irpcrtant  that  t'lP  reri dents  understand  the  basi'. 
values  that  give  rise  to  that  acceptance.  "Rulei?" 
are  minimal  except  where  ?bsolJtely  . necessary; 
residents  are  to  be  confronted  wj,*:h  the  values  o  ' 
rospect  and  affection  for  which  rules  too  oft'^'^ 
substitute. 

' ,     Structure .     "«ules ,  when  necessary  f  :^r  t ii 
progFaiTr~to~i.  Jnction,  must  be  enforced,  and  rei  idents 
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iiJt  be  encouraged  to  see  the  value  of  structure 
^   v.ncl  self-<llBclpline.     At  the  same  time,  the  structure 
s>   must  not  be  inexorable;  hun^an  variations  must  be 
*    anticipated,  and,  as  far  as  possible,  tolerated. 

9^oigG»     Children  who  arrive  at  'Jnder  21  in 
crisis  cannot  be  shaped  into  well-adjusted,  secure 
noop]o  unless  they  are  willing  participants. 
Residents  are  free  to  leave  the  program  at  any 
time;   they  must,   indeed,   feel  their  staying  at 
i:ndor  21  is  a  conscious  choice,     "heir  ability  to 
make  any  progress  away  from  the  street  depends  on 
tlu?ir  developing  a  sense  of  indepon  \-jriCe  nnd 
personal  responsibi lity . 


Those  five  principles,  developed  in  the  midst  of  many 
lieaL-t.ichos  and  early  failures,  govern  the  approach  of  '"ovenant 
^^ouse  to  all  it.s  clients,   not  simply  those  W3  .a  a  history  of 
SOX  jal  abuse. 

P.-cause  sexual  abuse  involv^->s  special  medical,  psychological 
and  .legal  problems,  of  course,   in  practise  those  principles 
r«.-sult  in  a  fo^m  of  special  treatment.     T'.ie  suspicion  of 
sexual  abuse  of  any  child  is  rmnediately  reported  to  child 
'•rotect-I  rn  authoritieij .     A  thoirough  medical  examination, 
pc  •■  ticularly   'or  any  signs  of  physical  trau.Tia  or  venereal 
{'iseasp/is  also  conducted  witfcut  dolay.     Analysis  of  the 
legal  '^ptinns^  available  to  the  children  is  undertak>^n  with  a 
view   .  .  advising  the  ch?ld  -  after  con-rultation  with  medical 
a-^d  : .•"ycholog..cal  staff  •  whether  he  ought  to  go  foi%vaid 
with  criminal    >roceedings.     Cha.ld   j^rs  stai'f  and  u  social 
worker,   find!         investigate  all  possibilities  for  long- tern 
shelter  '-are  of  ihe  child,   including  the  possibility  of  a 
return  home  if  the  situation  warrants.     Meetings  with  f:iinily 
members  are  arrr-»nged  wherever  possible  to  facilitate  reconci..!  iation 
with  tne  cc    re!  :.ed  resident  if  appropriate. 
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The  apfu-oach  of  I'ndor  21  is  emphatically  not  mechanistic; 
it  is  aimed  at  a  human  relationship  with  children  in  care. 
That  approach  is  fundamentally  different  from  nearly  ill  ^ 


established  child-«care  systems  -  particularly  the  foster- 
care  system  -  which  strongly  discourage     the  development  of 
relationships  between  staff  and  children  in  care.     Tender  21 
tries  -  and  sometimes  fails  -  to  avoid -the  "institutionalism" 
t'.hat  afflicts  so  many  well-intentioned  social  service  systems 
with  the  passage  of  time.     Its  nodel  of  a  covenant  relationship 
limited  by  the  crisis-care  character  of  the  program  -  is, 
interestingly,   remarkably  close  in  approach  to  that  used  ^ 

S'lcrceissf ully  by  the  Cbild  Sexual  ^huse  Treatment  Program  in 

^  25  \ 

Santa  ""Ini-.i  '"ovinty,  California.         Its  success,   however,  \ 

iloponds  large ly  on  the  aval labi li ty  of  sui table  long- terro 

programs  to  which  the  cKildren  can  turn  after  their  period 

of  crisis  is  over. 


Covenant  House  applauds  and  fully  supports  the  efforts 
of  the  f  ec'.eral  government  to  improve  pro  tec  t  ions  against 
sexual  abuse  through  the  Child  Abuse  "Prevention  and  '"reatmen.t 
an-l  Afloption  Reform  Act  (the  "Act").     Unquestionably  that 
initiative  prompted  significant  reforms   in  state  lav.'s  across 
the  country,  and  has  provided  desperately  needed  funds  for 
prevention  and  treatinent  of  sexual  abuse.     'Te  would  be 
remiss,  hov;ever,   is  we  failed  to  urge  consideration,  as  the 
Subcommittee  deems  appropriate,  of  the  following  areas  of 
needed  reform: 

A.     Definition  of  Sexual  Abuse.     The  Act  of  course  en- 


III.     Proposals  for  Conr. i  deration 
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compass^  ;  "soxuvil  abuse  or  exploitation"  within  its  general 

defini    .on  of  "chill  abuse  or  neglect".     Unhappily,  however, 

only  abuse  "by    •  person  who  is  responsible  for  the  child* s 

welfare"  falls  within  that  definition  as  currently  v;orded. 

With  respect  to  physical  or  emotional  abuse,  which  seldoni  is 

inflicted  with  serious  consequences  by  an  adult  outsi'io  lite 

family,   the  limitation  to  a  custodially  responsible  person 

makes  sense.     Sexual  abuse,  by  contrast,   is  more  often  than 

not  -  as  tUqcussod  above  -  inflicted  by  someone  not  in  a 

position  of  Icyal  responsibility  for  the  chilcl.  Children 

are  targets  for  sexual  abuse  by  adults  outside  the  family  in 

a  way  that  they  are  clearly  not  with  respect  to  other  types 

of  abuse.     rurther,   numerous  parents  seem  generally  far  more 

willing  to  tolerate  sexual  advances  on  their  children  than 
26 

other  sorts  of  abuse. 

A  broader  definition  of  "child  abuse  or  neglect"  wlrhln 
the  specific  context  of  sexual  abuse  would  serve  at  least 
two  purposes.     It  would,   first,   remove  all.  ooubt  about  the 
ability  of  a  state  to  intervene  where  a  passive  parent 
allowed  -  e.  2^.,    through  "good  faith"  disbelief  of  a  child's 
story  or  simple  inability  to  put  the  pieces  of  a  story 
together  -  sexual  abuse  by  a  non-relative.        Second,  it 
wa^rlcJ^open  up  funding  of  research  and  demonstration  projects 
to  grouh^  interested  in  the  whole  spectrum  of  child  sexual 
abuse,  noV  mcrcely  those  concentrating  on  incestuous  relationships. 

B »     ..evisio.    of  Evidentiary  Barriers  to  Protection  of 
Children.     riany  a     hild  is  legally  protected,   in  theory. 
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from  sexual  abuse  but  on  a  practical  level  has  almost  no 
chance  of  securing  effective  court  intervention  if  he  needs 
it.     That  cUvorcence  between  practice  and  theory  results 
from  the  enormous  pressure  placed  on  abused  children  to 
repudiate  earlier  a ::r-usations  of  sexual  abuse.  Mthounh 
children  almost  never  Invenu  stories  of  sexual  abuse, 
♦..hey  are  extremely  vulnerable  to  familial  prossuro  keep 
silenr  .  "^"^    (Jnloss  their  first  -virtually  always  a.        ivo  - 
stat'nont  of  accusation  is  available  to  a  court,   the  prof^ceding 
is  \)nlikcly  to  produce  conclijsive  results. 

1.  Problem  of  'Tears ay  Rule,     ".ost  tellingly  the  ^oar^ay 

rule  will  preclude  admission  of  out-of-court jallenations  of 

r.exual  aburie  by  children  unless  the  victim's  statement  is 

considorod  an  "excited  utterance".     See,   State  v.  ^'riener, 

415      Mich.    3'72       (1902).     As  many  children  wait  for  some 

tine  befort^  disclosing  an  incident  of  sexual  abuse,  the 

_  ,  31 

"excited  utterance"  exception  is  often  of  litrle  value. 
Simple  relaxation  of  the  hearsay  rule  to  allow  out-of-court 
statements  by  an  allegedly  sexually  abused  child  -  if  only 
in  civil  cu^, tody  proceedings  -  would  make  the  whole  process 
more  humane. 

2.  Out  of  ^ourt  Videotape  "estimony  by  '^_hJLAd*  ^-''^ 
study  concluded:     "Most  children  resist  going  to  trial 


because  of  the  embarrassment  of  having  to  relate  in  front  of 

„  3  2 

strangers  the  details  of  the  sexual  assault.'  Defendants, 

of  course,  are  entitled  to  the  opportunity  for  cross-examination; 

they  have  the  right,   too,   to  a  public  trial- One  student 

of  the  problem,'  however,  proposed  an  ingenious  solution  some 
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ii:nt»  .u}o:      C'Uifiin-t    ttio  testimony  and  cross-oXsimination  of 
the  Jhild  in  a  non-public  Kcttintj  bui'.rii  videotape  cameras .  "^^ 
The  videotape,   replayed  before  a  courtroom  and  jury,  would 
:.;cem  a  loquatoly  to  protect  the  ricjhts  of  the  accused  while 
^ieicrrincj  to  the  extreme  vulnerability  of  the  child-     In  a 
custody  proceeding,    the  videotaping  of  a  child's  testimony 
r,o(^n  after  the  report  of  sexual  abuse  could  substantially 
diminish  the  likelihood  of  family  pressure  and  vacillation 
nn  tho  part  of   the  child-     Uothing  would  prevent  a  child 
from  appearing  in  person  to  give   testimony  at  the  time  of  " 
the  trial    (or  abuse/neglect  hearing) ,  but  the  videotape  would  be 
an  extreriely  valuable  truth-finding  -  tool  even  in  those 


Under  the  Act  Congress  could  provide  financial  incentives 
for  statr;.   to  rornove  hearsay  obstacles   to  admission  of 
children's  out-of-court  statements  and  to  allow  for  videotaped 
ten  t  imony  of  sexually  abused  chi  Id  wi  tnesses-     L'ach  of  those 
c:oncepts  deserves  a  chance  to  demonstrate  whether  it  can 
:->ofton  the  agony  of  legal  proceedings  for  already  traumatized 
cliildren  while  preserving  in.Uact  fanuamontal  procedural 
f a  i  rnoss- 

C.     Prevention  cf  Sexual  Abuse-     The  causes  of  sexual 
abuse  are  so  extraordinarily  complex,   so  rooted  in  particular 
fainily  relationships   that  no  government  program,  however 
r.killfully  conceived,   can  wholly  define  or  resolve  them, 
v;}Tat  the  government  can  do  is  throw  its  prestige  and  financial 
power  bcliind  an  effort  to  educate  the  children  of  this 
country  as   to   the  appropria  te  limi  ts  of  adults'   sexua 1 
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advances.     In  a  period  when  children  are  used  as  sexual 
lures  by  advertisers,  and  when  no  young  T.V.  viewer  can  fail 
to  acquire  extraordinary  precocity  in  the  games  of  sexual 
attraction,  children  cannot  be  expected  to  sort  out  on  their 
own  the  permissible  scope  of  sexual  contacfvith  their 
clclors.     W  have  watched  largely  successful  media  attacks  on 
cicjar^ttc  smoking  and  obesity;   isn't  it  time  the  federal 
O'overnmcnt,  or  the  states,  entered  the  arena  on  behalf  of 
Thr?  soxual  integrity  and  health  of  our  country's  children? 
The  '^cA    loffS  make  some  provision  for  "treatment"  of  sexual 
abuse,  but  at  least  as  important  is  conveying  the  mefssage  to 
children  that  such  abuse  should  be  prevented  and  condemned. 

It    is  our  view,   then,  that  the  Act  should  be  moc^ified 
to  .encourage  v/idc:Spread  advertising  of  the  dangers  of  sexual 
abuse  -  arlvortising  designed  to  reach  children  and  let  them 
Know  how  to  handle  an  abusive  situation.     If  such  advertising 
reaches  only  a  few  of  the  thousands  trapped  in  sexual  abuse 
because  of  their  own  ignorance,   it  will  have  many  times  over 
repaid  its  cost. 

n.     T.onq-"'erm  Treatir^ent  T3eedg.     Tove^iant  !!ouse  in  its 
work  encounters  youths  far  beyond  any  he/p  that  ''preventive" 
or  even  standard  treatment  measures  could  provide.     A  child 
who  has  run  away  at  age  11  or  12  because  of  sexual  abuse, 
who  has  lived  on  the  street  for  years  by  selling  her  -to  her 
mind,   "cheapened"  -  body,  without  an  education,  proper 
nedical  care  or  nourishment:   this  is  the  young  lady  we  are 
likely  to  meet  at  intake  on  any  given  day  at  Mnder  21.  At 
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our  pio^jram,   r.hii  hay  a  chance  to  begin  t;o  ^urn  her  life 
around,   to  begin,  at  least,  making  relati:.:iships  based  on 
trust  and  to  find  some  reason  to  believe  in  herself.  But  in 
a  crisis  shelter  -  even  one,   like  Under  21,  with  its  multiple 
services  -  there  is  not  time  fully  to  repair  the  damage  of 
four  years  without  hope.     Covenant  House  is  not  going  to 
give  up  on  her,  but  she  needs,   for  once,   to  be  out  of-  a 
crisis  environment,   in  a  stable  setting  where  full  human 
relationships  are  encouraged,  she  needs  a  secure  and  nurturing 
setting  whore  she  can  somehow  transfigure  her  anger. 

Yet  there  are  seldoni  such  places  available  for  young 
[^oople  like  her.     "Treatment"  of  the  sexually  abused  or 
oxnloitorl  all  too  often  means  only  the  rendering  of  limited, 
categorized  professional  services  -  not  a  long-term  commitment 
to  helping  them  overcome  their  pain  and  enforced  social 
handicaps.     Confronted  both  by  overwhelming  needs  for  more 
crisis  care  services  and  the  long-term  needs  of  current 
residents.  Covenant  House  is  unable  to  do  either  to  full 
satisfaction. 

VJe  do  not  presume  to  present  facile  answers  to  this 
wrenching  problem  of  sexually  exploited,  now  ash-canned 
children.     Yet  the  cost  of  losing  those  children  to  the 
street  is  not  one  that  conscience  or  prudence  could  bear. 
Admittedly  they  make  up  only  a  small  portion  of  the  children 
who  have  been  sexually  abused,  but  their  fate  is  an  extremely 
cruel  c.nei    A  recent  study  of  sexually  exploited  street  kids 
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Ccillod  thorn  blunt.ly  ihn  "homelosH  adults  of  the  future". 

In  considering  reauthorization  of  the  Act,   then,  we 
urge  the  meiTU^ers  of  the  Subcommittee  to  consider  seriously 
tho  aidition  of  funds  targeted  specifically  for  long- tern 
{   i.  e. ,   six  months  to  a  year)   programs  for  sexually  exploited 
liomeless  children.     Those  programs  should  provide  security, 
rohabi 1 i  ta t ion  and  above  all  a  sense  of  relationship. 
[)*.T>lgn  of  such  programs  should  be  a  challenge  worthy  of  the  ^ 
host  human  i  tatians  and  most  exacting  organizers..,  >  •  ' 

i'^'-  CONCLUSION 
Sexual  abuse,  however  clinically  it  is  analyzed,   is  in- 
/■S!.<T.ct'  a  c,y:nptom  of  crurr\bling  respect  for  the  j^aTue  of 
children.     No  -jovcrnment  can  force  its  citizens  to  love 
tht'ir  children;   its  ability  even  to  protect  children  from 
parenlii;   \z   1  wni  Led  by  the  difficulty  of  dissecting  the 
extrcmeiv  complex  entity  of   the  family.     But  it  can  offeX 
some  protection  and  more  important,   it  can  by  its^actiona 
dononstrate  that  children  do  have  value  and  are  ei^titled  to 
ror.poj?*-.     A  campaign  to  prevent  sexual  ajjiis^e  must  be  public 

ike  use  of  the  media.     Important' as  efforts  at  prevention 
lOwever,  ihey  cannot  obscure  our  need  to  care  for  the 
^-cti'-ns.  of  past  [abuse.     It  is  a  need,  not  merely  a  duty: 
only  by  showing  ^tne  public  that  abused  children  are  not 
v;orthless  children  can  the  government's  voice  in  this 
area  achieve  real  power. 

In  tho  face  of  an  ugly  tide  of  children  sexually  betrayed 
and  abandoned,  we  cannot  but  support  the  work  of  the  Subcommittee 
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as  it  attempts  to  refine  the  national  strategy  against 
sexual  abuse.     Covenant  House,  whose  population  carries  the 
worst  scars  of  such  abuse,  can  ultimately  ask  not  only  for 
attention  to  the  central  problems  of  sexual  victimization 
hut  to  the  fringe  as  well:     the  chilttren  now  grown  slightly 
older,  v/ith  no  place  but  the'  street  to  hide  from  their  past. 
Including  the  broken,  sexually  exploited  and  hardened  children 
of  the  street  in  a  vision  of  the  reality  of  American  sexual 
i^buse  may  make  the  picture  almost  too  fiendish  for  rational 
resf  o'  se.     Yoft  in  this  subject  we  find : ourselves  prying  into 
the  di^ii^.est,  most  incomprehensible  crevices  of  the  human 
heart  a..  ^  the  7\morican  family.     If  what  we  find  confounds 
our  spoci  J '  i. zed  logics,  our  only  choice  is  to  confront  it  as 
perplozcdy  ;    '   passionately  caring  human  beings. 
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24.  Deisher  et  al.,  The  Adolescent  Female  and  Male  T 

11:10  Pediatric  Annals  819  (1982). 

25.  Gxarretto,  A  Comprehensive  Child  Sexual  Abuse  T 

Program,  in  Mrazek  &  Kempe,  supra  note  . 
The  C.S.A.T.P.  involves  a  "professional  co^ 
a  "volunteer  component,:  a  "self-help  con.poi 
and  an  overriding  "humanistic  attitude." 

26.  See,  Sexual  Exploitation  of  Children,  Hearings  Before  t.- 


Subcommittee  on  Education  and  Labor,  95th  Cong., 
1st  Sess.    (1977),  42-43  (lease,  then  sale  of  9-yeai:- 
old  boy  by  parents  to  older  man  for  sexual  exploita- 
tion)   (testimony  of  Lloyd  H.  Martin,  L.A.  Police 
Dept.);  Id.,  at  66-68   (identifying  child  pornogr  • ;  h*^' 
actors  as  (1)  "throwaways" ;    (2)   the  "children  of 
parents  involved  in  the  sexual  industries"  who  a*  ■ 
"as  young  as  6  years  old";  and  (3)  the  children  c 
a  "parent  so  [economically]  desperate  that  he  l/^r-  • 
ingly  and  willingly  permits  the  child  to  be  abu^  ' 
(statement  of  John  Freitas,  Jr.,  San  Francisco  District 
Attorney) . 


27.     Bulkley,  Analysis  of  Civil  Child  Protection  Statutes  Dealing 


With  Sexual  Abuse,  in  Child  Sexual  Abuse  and  ^the  Law, 
A.B.A.  Nat'l  Legal  Resource  Center  for  Child  Advocacy 
and  Protection  (1981)    (hereinafter  "Child  Sexual 
Abuse"),  81,85. 


28.  Orr,  Evaluation  and  Management  of  the  Sexually  Abused  Child, 

14  Sexual  Med.  Today  12,13  (1980). 

29.  Finkelhor,  Sexually  Victimized  Children   (1979)  67. 


31.     In  her  article, Evidentiary  Theories  for  Admitting  a  Child |s 


Out-of-court  Statement  of  Sexual  Abuse  at  Trial,  in 
Child  Sexual  Abuse,  153-165,  supra  note  27,  Josephine 
Bulkley  argues  that  the  "excited  utterance"  exception 
may  permit  the  introduction  of  many  out-of-court 
allegations  of  sexual  abuse.     It  is  worth  noting, 
however,  that  even  in  her  account  the  exception  is 
riddled  with  technical  problems  -  most  specifically, 
the  long  period  which  often  elapses  between  the 
event  of  sexual  abuse  and  the  child's  disclosure. 
The  court  in  People  v.  Kreiner,  supra,  for  instance, 
took  pains  to  point  out  that  "the  child  did  not  tell 
her  mother   [of  the  sexual  assault]  at  "the  first 
opportunity."   (Slip  opinion,  p.  5.) 


32.     Weiss  &  Berg,  Child  Victims  of  Sexual  Assault:  Impact  of 


Court  Procedures,  paper  presented  at  the  annual 
meeting  of  the  American  Academy  of  Child  Psychiatry, 
Chicago,  1980,  p.  12. 


30. 


DeFrancis,  supra  note   ,  63-65. 
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33.     Pointer  v>  Texas >  380  U.S.  400  (1965). 

Globe  Newspaper  Ccmpany  v.  Superior  Court  for  the  County  of 
Norfolk,   U.S.  ,   50  U.S.L.W.   4759  (1982). 

35.  Libai,  Protection  of  the  Child  Victim  of  a  Sexual  Offense  in 

the  Criminal  Justice  System,  in  Schultz,  Rape  Vctim- 
oloqy   (1975)   277,  314-27.   

36.  Dillingham  &  Melmed,  Child  Pornography;  A  Study  of  the  Social- 

sexual  Abuse  of  Children,  Washington  School  of  Psy- 
chiatry, Washington,  D.C.   (unpublished  manuscript) 
(1982),  p.  4. 
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RECENT  CASE  HISTORIES 
Residents  of  Covenant  House/Under  21 

1.     Mitchell,  who  is  eighteen,  was  raped  at  age  nine 
and  had  been  involved  in  an  incestuous  relationship  with  his 
mother,  sister,  and  two  younger  brothers  for  the  previous 
tv;o  years.     Crying  profusely  while  discussing  his  history 
Mitchell  t:old  us  that  he  had  never  discussed  this  experience 
with  anyone  and  "the  feelings  are  tearing  me  apart". 

He  had  left  home  about  five  months  before  and  found 
himself  in  desperate  need  of  food  arid,  a  place  to  live.  This 
Kituat\on  soon  resulted  in  his  recruitment  into  a  pornographic 
movie  operation  in  a  plush  suburban  area  of  ^'ew  Jersey.  He 
bad  escaped  this  occupation  prior  to  coming  to  Covenant 
I'ouse  but  was  seeking  assistance  from  us  in  dealing  with  the 
urges  of  returning  to  the  sex  industry  in  spite  of  the  pain, 
rage  and  guilt  his  involvement  in  the  industry  provoked. 

Mitchell  also  spoke  to  us  of  his  feelings  of  intense 
rage  against  youths  who  are  effeminate  and  his  frightening 
desires  to  destroy  them  if  he  could  not  be  helped.     He  is 
currently  a  resident  in  our  Under  21  program  in  which  he  is 
struggling  with  independent  living  skills  and  receiving  pro- 
fessional counseling. 

2.     v;hen  T^orraine  was  about  thirteen  years  old  bhe  was 
escorted  by  her  mother  from  her  hometown  in  'Virginia  to 
Washington,  n.C.     There  she  was  sold  to  a  pimp  from  whom  she 
escaped  and  returned  to  her  'home'. 
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She  was  fioon  readmitted  to  a  psychiatric  hospital  in 
which  she  resided  from  age  9  to  12.     Subsequent  to  her 
release  she  was  raped  by  two  men  while  her  father  threatened 
her  with  a  gun.     It  was  fired  twice, Injuring  her  in  the 
arm.     (In  addition  to  the  emotional  trauma  she  has  since 
ox-orionced  impaired  hearing  in  the  ear  closest  to  the 
gunf i  re . ) 

After  leaving  her  mother  again  she  came  to  New  York, 
wandered  into  a  church,  was  referred  to  the  police  and  then 
brought  to  Covenant  Ilouse/^Jnder  21.     Lorraine  left  our 
shelter  within  two  days  and  her  whereabouts  remain  unknown 
to  us . 

3.     Alex  is  a  sixteen  year  old  boy  who  had  been  missing 
for  over  six  months  when  he  was  escorted  to  Covenant  House 
by  the  police  in  February.     His  parents  were  divorced  three 
years  ago  after  numerous  physical  conflicts  with  each  other. 
During  one  such  incident^  ♦-.he  mother  stabbed  the  father  in 
the  back  in  the  presence  of  Alex. 

With  his  older  brother,  and  several  women,  Alex  frequentl; 
participated  in  sex  parties  hosted  by  his  father.     Alex  also 
became  the  sex  partner  and  companion  of  a  40-year-old  man 
(  Bert)  while  simultaneously  experimenting  with  various 
drugs . 

At  fourteen, Alex  entered  a  residential  school  for 
emotionally  disturbed  children.     After  18  months  he  asked  to 
return  to  his  home.     His  mother's  refusal,  for  fear  of  his 
relationship  with  Bert,  prompted  another  drug  experience 
which  resulted  in  his  expulsion  from  school.     He  was  soon 
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registered,  against  his  desireSr  in  another  school. 

VJith  the  help  of  Bert,  Alex  ran  away  from  the  school 
after  five  weeks.     Seven  months  passed  before  he  was  picked 
up  by  police  in  New  York  City  and  brought  to  us. 

Alex  absconded  from  Covenant  House  during  the  night  of 
his  arrival  while  his  parents  were  discussing  the  case  with 
our  staff- 
Alex  later  called  our  administrator  who  was  handling 
the  case  and  expressed  a  desire  for  assistance  in  pressing 
charges  of  abuse  against  his  parents.     He  agreed  to  return 
the  following  day  but  was  scared-off  by  a  police  raid  on  the 
apartment  in  which  he  was  staying.     Alex  was  not  there, 
although  several  adults  and  young  boys  were  taken  into 
custody.     The  police  were  tipped  off  by  Alex's  father. 

Alex  phoned  again  the  following  day  saying  that  because 
of  the  arrest  of  his  friends  no  one  will  hear  from  him 
again.  That  was  almost  two  months  ago. 

4.     Marian  was  19  when  she  arrived  at  Covenant  House 
last  July.     She  fled  from  New  Jersey  to  rew  York  City  seeking 
shelter  from  her  pimp  -  Raymond. 

She  claimed  that  she  was  sexually  abused  from  age  9 
through  13  by  her  maternal  uncle  while  her  mother  and  grand- 
mother denied  her  allegations.     At  age  13  she  was  beaten  by 
a  17  year  old  youth  who  was  upset  by  unsuccessful  attempts 
at  intercourse.     Flaymond,  who  had  been  a  companion  of  Marian* 
mother  assaulted  the  boy  and  is  the  father  of  a  child  born 
to  Marian  while  she  was  14.     Marian' feels  no  attachment  to 
this  child. 
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For  the  following  four  years  Marian  worked  the  streets 
far  Raymond  who  allowed  her  intermittent  breaks  because  of 
her  status  as  mother  of  his  daughter.     After  several  suicide 
attempts  she  finally  found  the  courage  to  break  from  him. 

Our  attempts  to  assist  Marian  in  her  desire  to  leave 
the  Metropolitan  area,  finish  school  and  begin  work  have 
been  very  successful  and  rewarding.     We  were  able  to  secure 
a  place  for  her  in  a  small  midwest  program  which  apparently 
has  met  her  needs. 

At  our  request  the  authorities  in  Vew  Jersey  followed* 
up  with  the  investigation  of  the  welfare  of  Marian's  daughter 
at  Raymond*s  address.     Marian  refused  any  suggestion  of 
prosecution  of  'Raymond  with  the  sad  reply,  "After  all,  he 
raised  ne." 

5.     Denise  was  18  when  she  arrived  at  Covenant  House. 
Her  father  abandoned  the  family  when  Denise  was  an  infant 
leaving  the  mother  to  care  for  the  five  children. 

When  Denise  was  13  her  mother  married  a  man  who  within 
a  year,  threw  out  the  k^.r'.G  telling  them  to  live  with  the 
oldest  brother-     Denise  stayed  with  her  brother  for  the 
school  year  and  then  returned  to  her  mother  for  only  a  few 
days  until  told  to  leave  again  by, the  step-father.  This 
demand  overpowered  the  desire  of  the  mother  to  care  for 
Denise. 

Denise  began  to  fend  for  herself  living  with  friends 
and  surviving  through  prostitution.     She  attempted  to  seek 
help  from  her  older  brother  but  that  possibility  ended 
following  a  fight  between  Denise  and  her  sister-in-law. 
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Again  Denise  returned  to  her  mother.     Soon  thereafter, 
the  step-father  held  Denise  responsible  for  the  loss  of  a 
rjold  Chain  and  demanded  that  she  "work  a  stroll"  for  him  in 
repayment. 

Denise  flod  and  came  to  Covenant  House  with  reports  of 
sexual  abuse  incidents  involving  her  step-father  and  half- 
sister,     ^he  also  claimed  that  her  step-father  had  a  few 
girls  working  for  him  and  was  encouraging  his  sc^  in  a 
pimping  earner. 

Fear  of  revenge  against  her  mother  or  herself  prevents 
DiJ'nise  from  pressing  charges  against  her  steo-f ather .     It  is 
likely  that  this  fear  also  prompted  her  decision  to  leave 
our  program  prematurely. 
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COVENANT  HOUSEEUCJNDER  21 


u"".'UJ  0300 


THE  INSTITUTE  FOR  YOUTH  ADVOCACY 


June  9,   19  8  3 


Ronald  E,  Docksai,  Staff  Director 
Committee  on  Labor  and  Human  Resources 
Room  4  2  30,  Attention:     Mr,  Powell 
Washinrj ton,  D.  C.   20  510 

Dear  Mr.  Docksai; 

As  you  requested  I  have  made  minor  grammatical  and 
clarifying  revisions  in  my  oral  testimony  before  the  Subcommittee 
on  Family  and  Human  Resources  on  April  11,   1983.     I  enclose 
the  revised  copy  of  that  testimony  for  your  use . 

Because  you  requested  as  well  any  documents  or  infor- 
mation requested  during  my  appearance  before  the  Subcommittee, 
I  have  also  taken  the  liberty  of  enclosing  for  your  purpose 
copies  of  a  letter  from  Senator  Denton  requesting  more 
information  about  certain  aspects  of  my  testimony  and  of  my 
response.     While  Senator  Denton  did  not  request  that  in- 
formation on  the  day  of  the  hearing,  I  believe  he  was  prevented 
from  doing  so  only  by  an  unexpected  illness  that  forced  him 
to  leave  the  latter  stages  of  the  hearing.     I  would  ask,  of 
course,   that  you  inquire  of  his  office  whether  it  is  appropriate 
to  include  either  of  the  letters  in  the  record  of  the  proceedings. 

Thank  you  for  the  opportunity  to  correct  some  of  my 
more  egregious  departures  from  Ciceronian  eloquence,  and  for 
your  diligence  in  executing  your  important  public  trust. 


GAL: jh 


ends 


cc : 


Senator  Jeremiah  Denton 
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mM  States  ^ciiatE 

COMMITTEE  ON  LABOR  ANO 

HUMAN  REjOURCES 
WASH-.NCTON.  0  C  20510 

,Voril  19,  19&3 


M  r .  C.  r  ^  1  c  r  y  l-o  k  o  n 
!W»nior  SLcii Ai.::orney 
Co\'enant  House 

West  41  Lit  Street 
•:ew  Vork,   lie-'  Vcrk  10036 

TiviiiK  'ou  tor  cakiny  the  time  to  testify  bccore  the 
^uncoroittcc  on  Farr.ily  and  Human  Services  on  April  11.  I 
sincerely  apologize  for  the  inconvenience  that  my  iMness 
r.iV  Juive  caused  you. 

I  bolicvc  the  hoaring  provided  a  helpful  forum  for 
a.  lMt-'  on  the  nanv  issues  surrounding  the  federal  child 
,bus-  ^rocrarn.  Vour  testimony  was  valuable,  and  I  appreciate 
vour  answers  to  questions  asKcd  by  members  of  the  Subcommittee, 

'jccauijc  of  time  constraint's,   I  was  unable  to  ask  all 
tr.t.  '/u^-stions  I  had  prepared.     I  would  appreciate  it  if  you 
cojui  ri.*;.;-' i.i-i  vv  ithin  two  wot^ks. 

i.       Mr.   Lokon,  you  mention  in  your  testimony  that  the 
nedia  could  olav  a  significant  role  in  helping 
to  prevent  sexual  abuse.     Has  Covenant  House  had 
anv'  success  in  involving  the  New  York  media  in  this 
cair,oaign  against  sexual  abuse?     Other  than  improving 
the' quality  of  programming,  what  specificially 
can  television  do  to  help  in  this  area? 

Lokcn,  vuu  mention  in  your  statement  thr  need  for 
•"acilities  offering  long-term  treatment  for  sexually 
abused  children.     Can  you  identify  any  successful  such 
croyrams  that  are  currently  in  operation? 

I  'v-'U  bo  ha:-^nv  to  send  you  a  copy  of  the  hearing 
record  wh.^n  it  is'rrinted.'  This  process  usually  takes 
several  weeks. 

Aciain,   thank  you  for  your  time  and  assistance. 


sTlcerely , 


JEREMIAH  DENTON 
United  States  Senator 


J AD :dh 
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COVENANT  HOGSEi 


I  UNDER  21 


<60WEST<1  STREET 
NEWVORK.NY  10036 
(212)6130300 

THE  INSTITUTE  FOR  YOUTH  ADVOCACY 

June  9,   19  83 
♦  '  <•> 

Ilonorablo  JorGmiah  Denton,  Chairman  /, 
Subcommittee  on  Family  and  Human  Services  / 
Conunittee  or.  Labor  and  Human  Resources 

United  States  Senate  '  / 

V7ashington,  D,  C, '20510 

Dear  Senator  Denton: 

My  apologies  for  this  delayed  response  to  your  questions 
concerning  the  sexual  abuse  of  children,  but  I  wanted 'to 
take  the  time  necessary  to  respond  to  your  very  pertinent 
inquiries  in  as  complete  a  fashion  as^ possible.     As  earlier, 
I  am  delighted  to  be  of  assistance  to  you  and  the  other 
members  of  the  committee  as  you  wrestle  with  this  tragic 
problem. 


I  am  happy  to  expand  on  the  two  questions  you  raise. 
Concerning  the  proposed  use  of  the  media  in  the  prevention 
of  sexual  abuse,  certainly  an  upgraded  standard  of  television 
protjramining  is  desirable  and  would  certainly  have  a  positive 
impact  in  clarifying  for  young  people  the  many  ambiguous 
value  messages  current  programming  communicates.     What  would 
be  of  even  greater jSnd  more  direct  value,  however,  is  a 
media  campaign  -advertisements,  special  programs,  com- 
mercials -  whicfry5^*^^^^y  admonish  young  people  that  their 
bodies  belong  to  them,  and  that  no  one  has  a  right  to  touch 
or  approach  them  in  ways  that  make  them  uncomfortable.  An 
excelient  model  for  tjfis  approach  is  a  project  now  being 
expldted  by  the  Vic^^m  Services  Agency  of  NYC  in  conjunction 
with  ODN  Productions.    ODN  has  already  produced  an  impressive 
set  of  prevention-oriented  films  on  adolescent  rape  and 
incest,  and  the  project  now  under  consider^fETbn  is  a  similarly 
designed  prevention  film  on  juvenile  prostitution  and  its 
link  to  sexual  abuser    An  earlier  film        ODN,  "No  Secrets", 
searchingly  developed  the  issue  of  sexijal  abuse  in  a  non- 
threatening  way  appropriate  for  children.     By  making  films 
such  as  these  available  to  all  elemcTT^ary  schools  and  high 
schools,  and  by  adapting  this  app^pach  to  the  requirements 
of  television,  we  hope  significant  strides  toward  prevention 
and  early  reporting  of  sexual  abuse  may  be  possible  in  our 
area.  .  . 

During  the  hearing  you  expressed  some  legitimate  concerns 
about  the  danger  that  in  educating  children  about  sexuality 
they  may  in  fact  be  conditioned  to  believe  that  early  sexual 
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Honorable  Joromiah  Denton,  Chairman 
June  9,  1983 
page  2 

involvement  is  socially  acceptable.     Certainly  we  think  that 
with  regard  to  sexual  abuse  this  peril  is  extremely  unlikely  - 
the  thrust  of  any  media  campaign  against  sexual  abuse  must 
be  to  emphasize  to  them  their  fundamental  right  of  privacy, 
which  incidentally  includes  their  right  to  be  free  from 
inappropriate  sexual  contact.     State  and  federal  agencies 
with  responsibility  for  prevention  of  child  abuse  would  seem 
to  me  the  ideal  sponsors  and  overseers  of  such  an  education 
campaign,  particularly  if  they  made  use  of  the  best  advice 
and  experience  of  private  agencies  and  professionals. 

You  asked,   in  addition,  whether  we  know  of  any  successful 
long-term  treatment  facilities  for  sexually  abused  children. 
Two  such  organizations  which  have  an  exemplary  record  in  . 
providing  nonresidential  treatment  are  Parents  United,  in 
San  Jose,  California  (phone  number:     (408)280-5055),  and  the 
Child  Sexual  Abuse  Victim  Assistance  Project  (at  111  Michigan 
Avenue  N.W.)   in  Washington,  D.C.     We  enclose,   in  addition, 
the  1982  annual  report  of  the  Minnesota  Program  for  Victims 
of  Sexual  Assault  of  the- Minnesota  Department  of  Corrections. 
(  That  report  recommends,   it  is  worth  noting,   the  development 
of  sexual  abuse  education  programs  directed  to  children 
(p. 6)  and  of  means  to  meet  victims'   " life,  sustaining  needs 
such  as  temporary  housing,  pp.6, 20.) 

As  for  programs  with  a  residential  component  which  are 
aimed  specifically  at  long-term  treatment  of  sexual  abuse, 
we  have  searched  in  vain  for  a  perfect  example.     Perhaps  the 
Children's  Village  operated  with  reportedly  great  success  by 
Childhelp  International  in  Beaumont,  California,   is  the  best 
example  of  a  residential  program  for  treatment  of  such 
children,   although  the  program  there  is  directed  at  treatment 
of  all  forms  of  child  abuse.  Because  sexual  abuse  is  so 
often  attended  by  significant  physical  abuse  or  neglect,  of 
course,  any  treatment  program  must,   like  Childhelp's,  n^ve 
the  capacity  to  respond  to  all  the  injuries  inflicted  on  the 
child.     Clearly  the  absence  of  residential  programs  suitable 
for  victims  of  sexual  abuse  is  a  gaping  flaw  in  our  response 
to  the  overall  problem  of  abuse  and  neglect  -  a  flaw  we  hope 
that  Congress  can  help  the  nation  address  as  soon  as  its 
resources  permit. 

Thank  you  again  for  your  great  courtesy  in  extending  to 
us  the  invitation  to  testify  before  ybur  distinguished 
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June  9,  1983 
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Subcommittee;  you  and  your  staff  (especially  David  Yensen) 
made  it  a  memorable  and  inspiring  event.  Please  feel  free 
to  call  on  us  in  the  future  if  we  may  be  of  further  assistance 
on  this  or  other  matters  related  to  the  care  or  protection 
of  children.  We  appreciate  the  depth  of  your  demonstrated 
commitment  to  the  protection  of  children  from  all  forms  of 
sexual  exploitation;  and  we  wish  you  God's  blessings  in  your 
continued  public  service, 

I  t^^^y  yours, 


GAL: jh 


cc:     Ronald  E.  Docksai ,  Staff  Director 

Committee  on  Labor  and  Human  Resources 
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QUESTIONS  SUBMITTKn  liY  SENATOR  DENTON  TO  MR.  GREGORY  LOKEN 

1.  Mr.  Loken,  you  mention  in  your  testimony  that  the 
media  could  play  a  significant  role  in  helping  to 
prevent  sexual  abuse.  Has  Covenant  House  had  any 
success  in  involving  the  New  York  media  in  this 
campaign  against  sexual  abuse?  Other  than  improving 
the  quality  of  programming,  what  specifically  can 
television  do  to  help  in  this  area? 

I  am  happy  to  expand  on  the  two  questions  you  raise. 
Concerning  the  proposed  use  of  the  media  in  the  prevention 
of  sexual  abuse,  certainly  an  upgraded  standard  of 
television  programming  is  desirable  and  would  certainly 
have  a  positive  impact  in  clarifying  for  young  people  the 
many  ambigious  value  messages  current  programming 
communicates.     What  would  be  of  even  greater  and  more  direct 
value,  however,   is  a  media  campaign  -  advertisements,  special 
programs,  cominerci-als  -  which  clearly  admonish  young  people 
that  their  bodies  belong  to  them,  and  that  no  one 
has  a  right  to  touch  or  approach  them  in  ways  that  make  them 
uncomfortable.     An  excellent  model  for  this  approach 
is  a  project  now  being  explored  by  the  Victim  Services 
Aqency  of  NYC  in  conjunction  with  ODN  Productions.     ODN  has 
already  produced  an  impressive  set  of  prevention-oriented 
films  on  adolescent  rape  and  incest,  and  the  project  now 
under  consideration  is  a  similarly  designed  prevention  film 
on  juvenile  prostitution  and  its  link  to  sexual  abuse. 
An  earlier  film  by  ODN,  "No  Secrets",  searchingly  developed 
the  issue  of  sexual  abuse  in  a  fon-threatening  way  appropriate 
for  children.     By  making  films  such  as  these  available  to 
all  elementary  schools  and  high  schools,  and  by  adapting 
this  approach  to  the  requirements  of  television,  we  hope 
significant  strides  toward  prevention  and  early  reporting 
of  sexual  abuse  may  be  possible  in  our  area. 

During  the  hearing  you  expressed  some  legitimate 
concerns  about  the  danger  that  in  educating  children 
about  sexuality  they  may  in  fact  be  conditioned  to 
believe  that  early  sexual  involvement  is  socially  acceptable. 
Certainly  we  think  that  with  regard  to  sexual  abuse  this 
peril  is  extremely  unlikely  -  The  thrust  of  any  media  campaign 
against  sexual  abuse  must  be  to  emphasize  to  them  their 
fundamental  right  of  privacy,  which  incidentally  includes 
their  riqht  to  be  free  from  inappropriate  sexual  contact. 
State  and  federal  agencies  with  responsibility  for  prevention 
of  child  abuse  would  seem  to  me  the  ideal  sponsors  and 
overseers  of  such  an  education  campaign,  particularly  if  tney 
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made  use  of  the  best  advice  and  experience  of  private  agencies 
and  professionals.  '  ,. 

Mr.  Loken,  you  mention  in  your  statement  the  need  for 
facilities  offering  long-term  treatment  for  sexually 
abused  children.     Can  you  identify  any  successful  such 
programs  that  are  currently  in  operation? 


You  asked,  in  addition,  whether  we  know  of  any 
successful  long-term  treatment  facilities  for  sexually  abused 
children.     Two  such  organizations  which  have  an  exemplary 
record  in  providing  nonresidential  treatment  are  Parents  United, 
in  San  Hose,  California  (phone  number:   (408)  280-5055),  and 
the  Child  Sexual  Abuse  Victim  Assistance  Project  (at  lil 
Michigan  Avenue,  N.  W. )   in  Washington,  D.  C.     We  enclose, 
in  addition,  the  1982  annual  report  of  the  Minnesota  Program 
for  Victims  of  Sexual  Assualt  of  the^ Minnesota  Department  of 
Corrections.     (That  report  recommends,  it  is  worth  noting, 
the  development  of  sexual  abuse  education  programs  directed  to 
children  (p.  6)  and  of  means  to  meet  victims'  "life 
sustaining  needs"  such  as  temporary  housing,  pp.  6,  20.) 

AS  for  programs  with  a  residential  component  which  are 
aimed  specifically  at  long-term  treatment  of  sexual  abuse, 
we  have  searched  in  vain  for  a' perfect  example.     Perhaps  the 
Children's  Village  operated  with , reportedly  great  success  by 
Childhelp  International  in  Beaumont,  California,  is  the  best 
example  of  a  residential  program  for  treatment  of  such 
children,  although  the  program  there  is  directed  at  treatment 
of  all  forms  of  child  abuse.     Because  sexual  abuse  is  so  often 
attended  by  significant  physical  abuse  or  neglect,  of  course, 
any  treatment  program  must,  like  Childhelp's,  have  the 
capacity  to  respond  to  all  the  injuries  inflicted  on  the 
child.     Clearly  the  absence  of  residential  programs 
suitable  for  victims  of  sexual  abuse  is  a  gaping 
flaw  in  our  response  to  the  overall  problem  of  abuse 
and  neglect  -  a  flaw  we  hope  that  Congress  can  help  the 
nation  address  as  soon  as  its  resources  permit. 
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Senator  Dknton.  Thank  you,  Mr.  Loken.  I  will  not  make  a  habit 
of  going  out  of  order,  but  you  mentioned  the  billion-dollar  sex  in- 
dustry in  New  York. 

Mr.  Loken.  Yes.  There  is. 

Senator  Dknton.  Is  that  just  in  New  York  City,  or  is  that  nation- 
ally.^ 

Mr.  LoKKN.  Of  course,  estimates  of  the  amount  of  money  going 
through  the  New  York  sex  industry  are  very  difficult  to  substanti- 
ate because  much  of  it  is  not  reported.  But  the  best  estimates  from 
law  enforcement  officials  is  that  in  total,  the  sex  industry  in  New 
York  brings  in  at  least  $1  billion  a  year.  It  may  be  substantially 
higher  than  that  just  in  New  York  City. 

Senator  Denton.  You  mentioned  a  program  to  inform  the  chil- 
dren what  was  right  and  wrong  in  sex.  From  my  experience  in  the 
adolescent  pregnancy  program,  I  am  not  sure  that  those  up  to  age 
IT  are  being  told  that  there  is  anything  right  or  wrong  about  sex. 
it  is  called  a  "value  free"  program.  My  experience  with  it  would 
not  have  given  it  that  favorable  a  label.  I  would  have  labeled  it 
propremarital  sex.  So  I  do  not  know  under  whose  auspices  you 
would  solicit  a  program  to  educate  youngsters  about  what  is  OK 
and  what  is  not  OK;  it  is  a  fascinating  field. 

Mr.  Nkwhkkger.  Senator,  if  I  may  

Senator  Denton.  Anybody  can  comment  on  any  of  those,  and  I 
was  going  to  get  into  formal  questions  

Mr.  Newhkkgkr.  As  we  contemplate  what  might  be  done  to  pre- 
vent the  physical  and  sexual  abuse  of  children,  it  might  be  worth 
mentioning  here  that  there  have  been  some  excellent  materials  de- 
veloped for  the  education  of  preschool,  school-age,  and  older  chil- 
dren about  the  prevention  of  sexual  abuse.  The  National  Commit- 
tee for  the  Prevention  of  Child  Abuse  in  Kansas  has  developed  a 
play  called  "The  Bubbleonian  Encounter,"  which  is  somewhat  fan- 
ciful, but  it  basically  advances  the  point  to  kids  that  there  are 
some  touches  that  are  not  OK.  And  there  are  some  parts  of  your 
body  which  you  should  not  let  other  people  touch. 

This  is  very  important  to  get  across  to  kids.  When  the  sociologist, 
David  Finklehor  of  the  University  of  New  Hampshire,  surveyed 
parents  in  the  Boston  area  about  what  they  told  their  kids  about 
sex  and  sexual  abuse,  they  found  that  parents  for  the  most  part  did 
not  want  to  talk  with  their  kids  about  sexual  abuse,  and  would  not, 
it  appeared,  feel  comfortable  in  talking  with  them. 

So,  it  is  going  to  have  to  be  done,  it  seems  to  me.  Senator,  by 
someone  else.  There  have  been,  in  addition,  excellent  media  materi- 
als. A  firm  called  Family  Information  Systems,  working  with  the 
Massachusetts  Society  for  the  Prevention  of  Cruelty  to  Children, 
the  oldest  statewide  child  protection  agency,  has  developed  some 
slide  tape  materials  called  "Some  Secrets  Should  Be  Told,"  in  which 
puppets  are  used.  I  have  seen  this  used  with  first  graders,  and  it  is 
marvelously  effective.  I  think  we  do  have  to  begin  there  to  give 
kids  the  opportunity  to  say  no.  . 

Senator  Denton.  I  want  to  welcome  and  acknowledge  the  arrival 
of  the  Senator  from  Iowa,  Senator  Chuck  Grassley,  who  has,  among 
his  many  interests  and  influences  here  in  the  Senate,  an  interest  in 
child  pornography,  and  has  a  bill  pending  in  that  field. 


301 


Senator  Grassley,  for  the  time  which  you  wish  to  do  so,  I  would 
propose  to  invite  you  to  chair  this  meeting.  And  if  you  do  find 
yourself  having  to  leave  at  4  o'clock,  I  will  either  relieve  you 
myself  or  have  Senator  Hatch  do  so.  Is  that  OK  by  you? 

Senator  Grassley.  Yes,  Senator. 

Senator  Denton*  And  I  have,  something  I  can  be  doing  for  20 
minutes. 

Senator  Grassley  [presiding].  Mr.  Holder  and  Dr.  Newberger, 
the  National  Center  has  published  a  guide  for  State  legislation  in 
which  it  defines  mental  injury  as,  ''an  injury  to  the  intellectual  or 
psychological  capacity  of  a  child  as  evidenced  by  an  observable  and 
substantial  impairment  in  his  ability  to  function  within  his  normal 
range  of  performance  in  behavior,  with  due  regard  to  his  culture." 

Does  this  definition  give  States  better  guidance  as  to  what  is 
meant  by  mental  injury? 

Mr.  RfoLDER.  I  believe  that  it  does.  Any  statute,  though,  has  to 
allow  for  interpretation  with  regard  to  individual  cases,  and  so 
forth.  I  think  that  adequately  outlines  the  nature  of  the  problem  to 
the  extent  that  medical  and  psychological  evaluation  and  social 
work  evaluations  can  result  in  a  more  precise  understanding  of  the 
individual  circumstances  in  a  case  whereby  it  can  be  dealt  with  in 
court. 

Senator  Grassley.  Dr.  Newberger. 

Mr.  Newberger.  With  due  respect.  Senator,  I  believe  emphatical- 
ly that  it  does  not.  I  believe  that  it  creates  enormous  ambiguity 
and  confusion,  both  for  the  administrators  and  for  the  social  work- 
ers who  are  instructed  by  statute  to  respond  to  these  reports. 

Across  the  country  we  see  that  it  is  precisely  these  reports  that 
are  not  addressed  when  children  who  are  identified  as  victims  of 
so-called  mental  injury  have  to  compete,  say,  with  infants  who  are 
victims  of  severe  physical  abuse  or  adolescents  who  might  be  vic- 
tims of  sexual  abuse. 

I  think  that  the  time  has  come  for  us  to  sharpen,  to  narrow  our 
definitions  in  order  to  be  able  to  use  our  resources  more  capably. 

Senator  Grassley.  Mr.  Holder  and  Dr.  Newberger,  what  specifi- 
cally can  the  national  center  do  to  assist  State  child  protective 
service  agencies  to  improve  the  quality  of  the  services  they  provide 
in  the  child  abuse  area?  / 

Mr.  Holder.  I  think  one  of  the  things  that  has  to  occur  is  regula- 
tion, what  should  be  expected  is  a  national  effort  toward  adherence 
of  standards  and  knowledge  that  has  been  developed.  NCAN  could 
be  instrumental  in  promoting  for  stronger  adherence  to  a  higher 
quality  of  practice  based  on  what  has  been  learned  during  the  last 
several  years. 

The  role  of  the  national  center  up  until  now  has  primarily  been 
to  gather  information  and  then  disseminate  it.  Now  is  the  time  to 
change  the  emphasis  toward  States  to  comply  to  standardization  of 
practice.  That  has  not  occurred. 

So  I  think  that  is  a  beginning  point. 

Mr.  Newberger.  Senator,  the  National  Child  Abuse  Center  has 
already  begun  some  excellent  work  in  this  direction.  They  pub- 
lished a  monograph  entitled  'Working  Together:  A  Plan  to  En- 
hance Coordination  of  Child  Abuse  and  Neglect  Activities,"  which 
offers  some  very  useful  "guideposts  for  State  action.. 
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First,  it  seems  to  me,  we  have  to  get  beyond  the  primitive,  overly 
psychiatric  counseling  approach  that  is  taken  toward  child  abuse. 

There  is  a  widespread  belief,  which,  I  believe  is  mistaken,  that 
parents  who  neglect  or  abuse  their  kids  are  mentally  ill.  And  for 
the  most  part  in  State  child  protection  agencies  all  that  young 
social  workers  can  do  is  talk.  For  many  of  these  families,  talk  is 
not  primarily  the  issue.  There  need  to  be  bridges  constructed  be- 
tween the  social  workers  and  other  agencies  in  the  community 
which  can  offer  medical,  homemaker,  child  care  resources. 

Clearly  the  resources  available,  that  is  to  say,  the  money  commit- 
ted for  such  services,  needs  greatly  to  be  expanded.  Right  now  the 
national  program  is  largely  one  of  pretend.  It  is  an  empty  promise 
that  is  made  to  kids  who  are  reported  when  a  social  worker  comes 
out,  does  not  have  the  wherewithal  to  examine  a  child,  and  may 
ask  a  few  questions  about  how  things  are  going  with  their  parents, 
often  then  to  leave  without  any  prospect  of  helping  the  child  in,  a 
situation  of  potential  danger. 

This  is  the  reason,  it  seems  to  me,  why  there  are  so  many  press 
exposes  and  lawsuits  around  the  country  around  the  provision  of 
protective  services.  It  is  not  simply  a  question  of  applying  in  prac- 
tice the  homilies  and  bromides  which  make  up  much  of  the  child 
protection  literature.  We  need  to  look  sternly  and  rigorously  at 
what  we  know  and  how  better  to  apply  it. 

Senator  Grassley.  I  am  going  to  submit  a  statement  that  I  was 
going  to  give  if  I  had  been  here  earlier,  in  the  record;  it  deals  with 
my  interest  in  child  pornography  and  m^  effort  to — which  is  culmi- 
nated in  my  introduction  of  S.  29  to  comply  or  to  parallel  the  Fed- 
eral Pornography  Act  with  the  Ferber  case  that  was  decided  last 
July. 

[The  prepared  statement  of  Senator  Grassley  follows:] 


I  will  commence  by  commending  Senator  Di3n£on  for  his  unfaltering  diligence  in 
seeing  that  this  and  other  problems  related  to  the  victimization  of  our  youth  are 
aired  so  that  we  might  begin  the  difficult  process  of  rehabilitation. 

I  am  aware  that  the  Senate  Judiciary  Committee  has  conducted  hearings  on  the 
problem  or  runaway  and  homeless  youth.  One  of  my  interests  in  attending  this 
hearing  has  to  do  with  a  bill  that  I  have  introduced,  S.  29,  a  bill  that  seeks  to  halt 
the  profusion  of  child  pornography. 

Child  pornography  might  be  labeled  a  "fallout"  from  the  runaway  problem  which 
in  turn  could  be  prompted  by  the  abuse  that  the  child  encounters  in  the  home,  in 
that  homeless  youth,  alone  and  without  resources,  often  emotionally  disturbed,  risk 
being  victimized  by  exploiters.  They  may  become  involved  in  prostitution  and  in 
forms  of  delinquency  which  involve  major  costs  to  the  youths  themselves  and  ulti- 
mately to  society  at  large.  .  \ 

Current  federal  law  prohibits  the  use  of  children  in  pornographic  materials  only  if 
the  materials  meet  the  difficult  and  confusing  standard  of  legal  obscenity.  Last  July 
the  Supreme  Court  decided  that  where  our  children  are  concerned,  the  regulation  of 
pornography  need  not  comport  with  the  legal  definition  of  obscenity.  Hence  my  bill, 
S.  29,  would  remove  the  requirement  of  legal  obscenity  from  child  pornography  stat- 
utes thus  making  it  easier  to  prosecute  offenders  and  protect  our  children. 

In  the  Ferber  decision  the  Court  held  that  the  obscenity  standard  developed  in 
Miller  V.  California  does  not  apply  to  a  photographic  or  other  depiction  of  children 
actually  engaged  in  sexual  conduct.  Abandoning  the  Afz7/er  standard  as  a  definition 
of  child  pornography  was  predicated  upon  the  Court's  recognition  that  a  State  has  a 
compelling  interest  in  protecting  the  physical  and  psychological  well-being  of 
minors.  The  Court  held  that  child  pornography  constitutes  a  category  of  material- 
like obscenity— which  is  outside  the  protection  of  the  first  amendment. 
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No  discussion  of  this  l)ill  would  be  complete  vs'ithcut  noting  how  harmful  the  use 
of  children  or  pornuKrapliic  materials  is  to  the  physiological,  emotional,  and  mental 
health  of  the  child.  It  should  be  noted  that  because  the  child's  actions  are  reduced  to 
a  recording,  there  is  a  permanent  record  of  the  child's  participation  and  the  harm  to 
the  child  is  intensified  by  circulation. 

According  to  one  study  by  the  Academy  of  Child  Psychiatry,  sexually  exploited 
children  are  untible  to  develop  healthy  affectionate  relationships  in  later  life,  have 
sexual  dysfunctions,  and  tend  to, become  sexual  abusers  as  adults.  Another  report  by 
the  Illinois  Legislative  Investigatory  Commission  emphasizes  that  sexual  molesta- 
tion by  adults  is  often  involved  in  the  production  of  child  sexual  performances.  Jus- 
tice Sandra  O'Connor,  in  her  concurring  opinion,  summed  up  the  Supreme  Court 
decision  when  she  wrote  that: 

"A  r2-year-old  child  photographed  while  masturbating  surely  suffers  the  same 
psychological-harm  whether  the  community  labels  the  photograph  'edifying'  or 
'tasteless'.  The  audience's  appreciation  of  the  depiction  is  simply  irrelevant  to  New 
York's  asserted  interest  in  protecting  children  from  psychological,  emotional,  and 
menttil  harm."  . 

At  stake  is  the  emotional  and  physical  health  of  minors.  I  conclude  by  noting  that 
Congress  designated  11)81  as  the  Year  of  the  Child,  It  is  my  hope  that  1983  will 
become  known  in  Congress  as  the  year  that  we  made  that  promise  good  both  in  fact 
and  in  form. 

Senator  Grassley.  In  regard  to  that  case  I  would  like  to  ask  you 
Mr.  Loken,  if  you  are  familiar  with  the  Ferber  case  and  your  views 
on  extending  that  court  decision  to  the  Federal  statute. 

Mr.  Loken.  Thank  you  very  much,  Senator.  Covenant  House 
filed  two  briefs  amicus  curiae  in  the  Ferber  case.  We  were  involved 
with  it  from  the  very  beginning,  supporting  New  York's  petition 
for  certiorari  and  then  once  again  during  its  consideration  on  the 
merits.  So  we  have  weighed  the  issue  very  carefully. 

Many  of  the  children  at  Covenant  House  have  in  fact  been  in- 
volved in  child  pornography.  We  view  the  problem  really  as  a  ques- 
tion of  child  abuse.  It  is  a  question  of  violating  a  child's  privacy.  A 
child  who  is  used  in  pornography  is  not  only  sexually  abused  at  the 
time  the  pornography  is  made,  his  image  then  remains  on  movie 
screens  around  the  country,  perhaps  for  the  rest  of  his  life  or  her 
life.  There  is  no  escape  from  that. 

It  is  a  permanent  record  of  the  child's  sexual  abuse.  So  your  bill, 
as  I  understand  it.  Senator,  would  extend  to  the  area  of  distribut- 
ing child  pornography  the  stringent  rules  that  currently  apply  in 
the  area  of  producing  child  pornography,  that  is,  you  would  remove 
the  obscenity  requirement  from  the  distribution  sections  of  the 
child  pornography  statutes. 

That  is  what  the  U.S.  Supreme  Court  said  in  the  Ferber  decision 
may  be  done.  And  I  applaud  you.  Senator,  for  taking  that  initiative 
because  it  is  vital  to  fighting  child  pornography  that  we  attack  it  at 
its  one  visible  moment,  which  is  when  it  is  distributed. 

Every  other  part  of  the  process  is  invisible.  Law  enforcement  has 
been  completely  ineffective  in  stopping  production.  Only  by  attack- 
ing distribution  do  we  have  any  chance  to  address  this  problem 


Senator  Grassley.  We  got  the  bill  through  the  Senate  last  fall, 
but  too  late  to  get  it  through  the  House  of  Representatives,  and  I 
hope  we  can  get  enough  steam  behind  it  this  year  so  we  get  it 
passed  early  on. 

I  want  to  tell  the  panel  that  Senator  Dodd  has  four  questions 
that  he  wants  to  submit.  Two  of  the  questions  are  for  Mr.  Holder 
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and  tlie  other  two  (luostions  are  for  Dr.  Newberger.  But  these  will 
be  submitted  to  you  in  writing,  and  we  would  ask  you  to  respond. 

At  this  point  I  would  like  to  thank  each  of  the  panelists  for  par- 
ticipating in  the  hearings  very  much  for  the  testimony  submitted. 

1  will  call  the  next  panel. 

Is  Congressman  Wheat  from  Missouri  still  in  the  audience,  be- 
cause I  know  that  Congressman  Wheat  wished  to  introduce  Mr, 
Sherman?  He  is  not. here. 

Our  final  panel  is  made  up  of  Mrs.  Thelma  Bigger,  president  of 
Parents  Anonymous  in  Alabama;  Mr.  Timothy  McNally  of  Johnson 
&  Johnson,  Inc.,  from  Skillman,  N.J.;  Mr.  Arnie  Sherman,  presi- 
dent of  Camp  Fire,  Inc.;  Ms.  Fran  Becchiolla,  project  coordinator 
for  Connecticut  Children  Protection  Project;  and  I  should  ask  Fran 
to  correct  me  on  the  pronunciation  of  her  last  name,  probably;  and. 
Dr.  Marty  Palmer  from  Primary  Children's  Center,  Salt  Lake  City, 
Utah. 

We  will  proceed  in  the  order  in  which  I  called  each  of  you  distin- 
guished witnesses,  and  I  would  ask  you  to  give  your  statements  in 
')  minutes,  oach  of  you,  and  your  written  statement  will  be  printed 
in  the  record,  as  previously  stated.  That  is  our  practice.  So  we 
would  ask  yoii  to  summarize. 

Will  your  start  off,  Mrs.  Bigger. 

STATKMKNTS  OF  THEI.MA  BKKJKR,  PRESIDENT,  PARENTS  ANON- 
YMOUS. ALAHAMA  CHAPTER;  TIMOTHY  McNALLY,  GROUP  AC- 
C011NTIN(;  MANAGER,  JOHNSON  &  JOHNSON,  SKILLMAN.  N.J.; 
ARMK  SHERMAN,  NATIONAL  DIRECTOR,  CAMP  FIRE,  INC.; 
FRAN  VECCHIOLLA,  PROJECT  COORDINATOR,  CONNECTICUT 
(  IHLDREN  PROTECTION  PROJECT;  AND  MARTY  PALMER.  MEDI- 
(  AL  DIRECTOR  OF  AMBULATORY  CARE,  PRIMARY  CHILDREN'S 
CENTER.  SALT  LAKE  CITY.  UTAH 
Ms.  Bigger.  Thank  you. 

Mr.  Chairman  and  members  of  the  Family  and  Human  Re- 
sources Committee,  I  thank  you  for  asking  me  to  come  and  talk  to 
you  today  about  funding  for  child  abuse.  I  think  that  the  size  of  the 
problem  has  already  been  established  by  other  speakers,  the  latest 
figure  being  something  like  1,800,000. 

I  will  bring  the  problem  down  to  Alabama  and  speak  about  the 
work  of  Parents  Anonymous,  both  on  the  State  and  local  level. 
That  is  what  Senator  Denton  asked  me  to  talk  about. 

For  those  of  you  who  might  not  know,  P^^rents  Anonymous  is  a 
national,  self-help,  crisis-intervention  group  for  parents  who  abuse, 
or  who  are  afraid  they  may  abuse  their  children. 

The  call  we  like  to  get  on  our  care  line  is  the  one  that  says,  "I 
haven't  done  anything  to  my  child  yet,  but  I  am  so  tense  and  ner- 
vous and  angry  Tm  afraid  Fm  going  to  do  something  terrible  to  my 
child". 

This  caller  definitely  can  be  helped. 

Parents  Anonymous  is  currently  serving  some  15,000  families  in 
1,500  chapters  in  the  United  States,  Canada,  and  abroad,  while  an- 
other 20,000  families  are  involved  by  phone  only. 

These  are  the  parents  who  call  for  counseling  on  the  phone, 
which  we  are  happy  to  provide  if  this  is  the  only  way  we  can  get  to 
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them.  These  are  the  parents  who  never  have  the  courage  to  come 
to  a  chapter  meeting,  but  if  they  will  not  come  we  are  happy  to 
provide  professional  volunteer  counselors  on  the  phone  for  them. 

Parents  Anonymous  chapters  were  developed  as  early  as  1974  in 
Birmingham  and  Mobile,  followed  by  groups  in  Huntsville,  Tusca- 
loosa, and  Talladega. 

The  first  State  board  was  organized  in  1978  and  reorganized  in 
11)81  when  it  received  a  seed  grant  from  National  Parents  Anony- 
mous of  $4,000.  In  October  1982  the  State  board  applied  for  a  grant 
from  the  Alabama  State  Department  of  Pensions  and  Security  and 
in  December  received  $32,500  to  set  up  a  State  office  in  Anniston 
and  hire  an  executive  director. 

Presently,  the  State  office  is  sharing  space  with  the  Calhoun 
County  Director  in  the  United  Way  Building. 

The  new  director's  job  is  to  develop  new  chapters  of  Parents 
Anonymous  in  Alabama  and  to  encourage  existing  ones.  There  are 
now  13  existing  chapters  and  4  in  the  process  of  being  developed. 

As  each  new  chapter  is  formed  it  becomes  self-supporting,  for  ex- 
ample; in  Calhoun  County  we  are  supported  by  United  Way;  the 
two  groups  in  Tuscaloosa  by  the  Junior  League;  in  Dothan  by  the 
Service  League  and  Exchange  Club. 

To  come  down  to  local  activities  I  will  describe  the  activities  in 
Calhoun  County  because  I  am  familiar  with  them,  but  similar  ac- 
tivities are  taking  place  in  other  areas  of  the  State. 

Parents  Anonymous  has  several  objectives:  One  of  these  is  to 
work  with  families  to  keep  the  families  together  and  the  children 
in  the  home  if  at  all  possible;  another  main  objective,  is  acting  as 
advocates  for  the  children  to  make  the  public  aware  of  child  abuse 
and  willing  to  report  it  if  necessary. 

We  are  getting  more  involved  in  prevention  activites  as  time 
goes  on,  both  on  the  State  and  local  levels. 

Back  to  local  activities:  We  have  four  active  chapters  in  Calhoun 
County.  In  these  groups  the  parents  come  together  for  support  and 
to  talk  out  their  fears,  frustrations  and  anger,  rather  than  taking 
these  out  on  their  children. 

We  have  chapters  meeting  on  Tuesday  night,  Thursday  morning, 
and  Thursday  night.  The  Thursday  morning  group  meets  on  the 
base  at  Fort  McClellan. 

We  also  sponsor  a  Monday  evening  discussion  group  for  parents 
of  teenagers. 

Parents  Anonymous  works  with  abusing  parents  by  providing 
them  support  and  group  therapy  in  chapter  meetings;  by  providing 
programs  presented  by  mental  health  professionals  on  stress  man- 
agement, anger,  communication  skills,  et  ceteia;  by  providing  par- 
enting classes  in  the  chapter  sessions  using  the  STEP  program 
[Steps  To  Effective  Parenting]. 

We  also  provide  parenting  classes  outside  chapter  meetings  for 
the  general  public.  We  do  this  in  cooperation  with  the  community 
education  coordinator  of  the  Anniston  City  Schools.  We  have 
classes  now  running  in  three  of  our  elementary  schools. 

Parents  Anonymous  is  also  planning  a  week  of  classes  in  May, 
working  with  the  schools,  with  mental  health,  the  Department  of 
Pensions  and  Security,  Regional  Alcoholism  Council,  and  other 
groups  to  design  a  series  of  studies  for  parents  and  adolescents. 
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What  we  are  trying  to  do  here  is  to  get  the  parents  to  talk  to 
their  teenage  children.  We  have  had  so  many  pregnancies  in  our 
schools  that  the  schools  and  agencies  are  becoming  very  concerned 
about  the  fact  that  parents  do  not  talk  to  the  children,  and  in  turn, 
when  they  are  in  trouble,  the  children,  the  teenagers  do  not  talk  to 
the  parents. 

Someone  mentioned  the  Bubbylonian  Encounter.  We  have  a 
puppet  show  that  we  use  with  elementary  schoolchildren.  It  is  enti- 
tled, 'There  Is  Someone  to  Talk  To".  It  is  designed  for  grades  2 
through  G.  It  deals  with  medical  and  situational  neglect  and  touch- 
es lightly  on  sexual  abuse.  We  are  meeting  v/ith  a  great  deal  of  sue- 
cess. 

9^  We  have  been  invited  to  schools  in  other  cities  and  they  are  not 
only  asking  for  this  puppet  show  that  touches  on  sexual  abuse  for 
the  grades  2  through  6,  but  they  are  asking  for  it  for  kindergarten 
and  the  first  grade.  \ 

We  feel  we  are  breaking  down  barriers.  In  talking  to  Senator 
Denton  I  said  I  agreed  with  the  young  man  who  said  earlier  that 
we  need  a  media  campaign  to  educate  the  public  about  the  preva- 
lence of  sexual  abuse,  to  make  them  aware.  It  is  here  with  us.  We 
may  as  well  bring  it  out  of  the  closet.  We  need  to  talk  to  children 
about  incest. 

We  need  to  say  to  them— there  are  places  on  your  body  that  you 
have  the  right  to  say  "no"  if  someone  wants  to  touch  you.  We  need 
instruction  in  schools  to  say  to  these  small  children,  if  someone 
touches  you  in  your  private  places  where  you  do  not  wish  to  be 
touched,  you  have  the  right,  even  though  you  respect  adults,  to  say 
**no*',  you  cannot  do  this  to  me. 

There  are  some  classes  being  held  like  this  now  in  schools  over 
the  country,  by  parents  request,  and  the  children  are  being  led  in 
saying  certain  things  like,  "No,  you  may  not  touch  me  here".  This 
is  good,  I  hope  we  can  get  into  this  more. 

[Material  referred  to  follows:] 

RK.COMMENDATIONS 

1 1 )  That  funding?  for  NCCAN  be  continued  and  increased. 

< 2)  That  small  sta^e  agencies  be  given  seed  grants  to  develop  innovative  programs 
to  prevent  child  abuse  and  neglect. 

That  funds  be  made  available  specifically  for  sexual  abuse  and  incest,  both  lor 
prevention  and  treatment.  .  ,,  . 

(4)  That  funds  be  provided  for  better  training  for  social  workers,  especially  in 
their  field  placements.  Training  should  include  special  training  in  handling  sexual 
abuse  and  incest  cases.  ,      ,  li- 

C.i  The  federally  funded  media  campaigns  be  instituted  to  make  the  public  aware 
of  sexual  abuse  and  incest. 

ffhe  prepared  statement  of  Parents  Anonymous  of  Alabama  follows:] 


312 


307 


THE  f=i::iATi:  r^UDCOM'lITTEC  ON  KAMTLV  t»  HU.'.AN  SKPA'TCEH, 
rrNATOR  JLRKMIAH  UENTCN,  CIl/^TP.MAN 


Poit  OMic«  Box  2638 


[•ARENTS  ANONYMOUS  OF  ALABAMA,  INC. 


Annitton,  Alibams  36202 


(20&)  236^952 


Background  Tnfomation  on  P.-^ronts  Ancnynous 


Parents  Ar.on^T^ous  is  n  national  solf-hclp  nroqr.in  ^cr  parents 
who  abuse  their  children.     The  orqanisation  is  currently  scrvin-^  15,000 
fanilics  in  1,500  chapters  in  the  U.  n.,  Canada  and  Lurope,  vhile  another 
20,000  farrilier;  are  involved  "by  nhone  only,"     Z^urina  the  »Mr.t  year 
all  of  the  nat-ipnal,  state  and  local  Parents  ^.non^m^ous  or^anizaticns 
and  affiliates  r.ar.dlcd  nore  than  100,000  calls  frcn  parents  in  r^cress 
and  rrofesr.ior.alr.  :;eeUing  P. A,  apsistanrre  for  families  in  need  cf  child 
dLu;;o  nrovor.ticn  anci  treatment  services. 

'*ur.din.|  to  r,uunort  all  levels  of  Parents  Anonymous  har^  reached 
$1  ,  000,000  annu.Tllv,  yet  the  cost  to  serve  each  fanily  remainr,  3t 
h  c  u  t  5  3  0  t  n  ^  7  5  a  n  n  u  a  1 1  y . 

TJ. ir,  in  i.ocause  sone  15,000  professionals  and  lay  rersons  donate 
sc  rar.y  hour*-,  of  their  tine  to  provide  sore  ten  ni llicn  do  1  lar*^  in 
in- Kind  service-,.     (r*or  example,  in  Am  is  ton,  Tl.,   there  are  six  pro- 
fvissionaln  donating  at  least  five  hours  eacn  veeV.  to  heln  in  four 
'jroups  nronnorcu  by  ^^.A.  and  throe  nrof  espional  s  form  an  advirory 
Lioaniy  reetina-  six  tines  a  year  with  sponsor?  and  chairpersons.  There 
are  many  other  professionals  available  to  r.A.  ar,  needed). 
Volunteer  assistance  coir.es   in  nany  forms: 

Tnonsorshin  at  Parents  Anonymous  neetings  by  human  service 
professionals,  educators,  ministers,  ot  al,  who  asr.ist  parents 
in  their  starch  for  answcre  t^child  abuse  -iroblens; 
Children's  nrnup  volunteers,  itiSludinr-  coUeie  students,  r.orvice 
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clui/S,  cliurrli  viilunteorf,  nn.l  other  nqoncy  volunteer*^; 

P. A.  Hoard  of  Directors  n.(2nii:cr??hip  nsnj  stance  f  ron  husiness 

leader-.,  professional  nnd  l«\y  oersonij; 

Cost  rroa  ni»etinq  ror       for  ^,A,  n^rentn  and  c!uluren; 
III? In  CO  r  .  A .  nmrarrs  vi  th  puLli  city ,   t r.insport.it  ion ,  education 
dcvelnpnent,  workshops,   f  und-m  i  s  inn  ,  rublic.-it  inns  ,  etc.,  fron» 
hundreds  of   lay  por'^ons  •i'?  individunls  ,->r  nenbors  o*"  <7rouns 
includinfj  church  ."^uxiliariori ,  Junior  Lcanuon,   social  sororities. 
Council  of  Jt^wish  Wnnon  chnntor'-, ,  service  cluU?^,   '^otcirv,  Kiwanin, 
L  xch.iri'u? ,  ct  .1  i  . 

'.he  N.Ttirr.al  r.irentr.  Anonyrous  is  nov  developina  a  children's 
trt'.itpcnt  pro;joct  so  that  cormunitics  over'^'whero  v.'ill  r;ave 
1 1'.fnr'^at ior.  and  guidance  on  hcv  to  establish  Ic'.*  cr.st,  hinh 
f'uality  rerviC'?  for  abused  childrer  and  teenr, ,     This  is  a  tain 

i.t:  »c  to  tl\e  :~olf-hnin  rhiiosonhy  usir.q  a  nir.i'^ur  of  doll^^rs 
''r-r     ir.ic  crst.'S  to  underwrite  a  creative  effort  to  break  the 
t:yi:le  of  c.^.ild  al: in  th.o  ne':t  "cne ration, 

f'aronts  /■  nony-ous  •■•ii   fcundrci  in  1970  in  .^edondo  Beach,  CA., 
a   f  run  t  rated  n;\  rent  w'r.n  v;as  seek  i  n'l  he  1  p  fcr  he  r  ovn  a^us  ive 
h.iv  1  c  r  , 

Tarents  /^nnnv'-'ou'^  In  Alabama 
'^arer.ts  .Ar.oay"ou2  cr; alters  •■•■.re  develonod  as  early  as   101 A  in 
rr:n"h-T"  and  Vnb'lo.     Tn  the  year^  follovinfr,  ch.-^-^tors  ^'ere  forced 

ilunt-sv  1 1  le  ,  Tu-^raloona  and  Vailadoq:i.  flome  'Jere  relatively  Ghcrt- 
Vf.i  frr  lack  of  state  cordinati-^n  and  3U'"»:^ort, 

;.  •^t.Ttp  r.A,  :,oord  'va*^  or'^anized  m  Iv^a  by  tnroe  active  chariter 
onr.or'i:   K-inlev  Ittreir?,   ni  rn  i  nqiiar ;    llonn    'rvr,   ;'.obile;  ."icliael 
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Vlic  board  war.  roor<-'aMi  zed  in  October,   1981  and  three  new 
chanLcr*5  were  developed.     Prencntly  there  are  thirteen  chapteru  in 
AlaLdra:     four  in  Annisitonj  two  in  Tuscaloosa;  one  each  in  liiminghan, 
Dothan,   i:nterprise,  lluntsvillc ,  Dec.itur,  Montgonory  and  Pandlcph 
County. 

'  Uuring  193  2  a  stntewide  board  was  forneU  and  funding  snught  by 
its  rembers  to  soread  r.A.  chai-tern  over  the  state.     Ttate  legislators 
v/cro  contacted,  private  foundations  in  Alabara  contacted  and  a  grant 
application  sent  to  National  Parents  ^.non^'^ous, 

Iho  J5tate  board  received  a  arant  o*"  $4,0u0  fror  !:ational  Parents 
Anon  vinous  and  later  in  the  year  in  ICoverber,  being  notified  that 
thcv  rrirrht  apnly  for  a  ^rant  fron^.  tlic  Alabara  Ttate  Jcpartn-ent  of 
Tor.'-,  ions  and  Security,  did  so,  and  in  Uecer.ber  of  193  2  received  a 
';rai.t  of  0  32,300  to  set  up  a  snail  state  office  and  hire  an  executive 
director. 

This  has  been  done,   the  nev;  director,  Miss  Mary  uryden  was  hired 
:.\  I'ebruary  and  is  sharing  an  office  in  the  United  Vay  Ruildinn  in 
Amis  ton,  AL,  with  the  Calhoun  County  Parents  Anonynous  director. 

Groundwork  has  been  laid  for  chapters  ir.  Piedmont,  Jasper  and 
Mobile.     The  director's  fir^t  task  was  to  visit  these  nlaces  and 
coTpLete  olans  for  the  organization  of  supnort  cor.-r^i  ttees  which 
precedes  the  forr.ing  of  P. A.  chapters   for  oarents. 

rt  has  been  found  that  P. A.  chanters  are  nore  stable  when 
support  corjnittces  are  first  organized  to  provide  services  needed 
by  P. A.  oarents,  child  care,   transportation,  phone  line,  etc.  Once 
formed,  chapters  are  self-sunportinq.     Tor  example:   In  Anniston,  by 
United  Way;   in  Tuscaloosa,  by  the  Junior  League;   in  uothan,  by  the- 
."Service  boanue  and  exchange  Club;    in  Randolph  County,  by  the 
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llCiilth  Council. 

Inquiries  !invc  come  in  fron  Ozark,  Lee  County,  ^'.Mnhinqton  County, 
anti  Gndsden. 

rlcina  c\rc  bcinri  r.nde  tor  n  worV.slion  thin  suTCncr  nnd  many  qood 
tninqs  are  happeninq  over  the  r.tate  of  Alabama  in  Parents  Anonymous. 

Kappa  Delta  f'orority  contacted  the  state  president  last  nonth 
.ind  offered  to  raise  money  ''or  a  state  '7AT?  line  for  the  state  P. A. 
Money  har.  already  been  rained  for  installation  and  the  first  tiiree 
ponths  service.     r-'.enbors  over  the  state  are  enthusiastic.  Child 
abur.o  har.  been  chr)r,»;n  as  the  national  nhilanthropy  for  Kappa  Delta. 

Locnl  Chanter  Activitifjs 

P. A.   local  activities  will  be  r^uch  the  sa^^e  over  the  state, 
but  v;.-  vill  dencribu  those  in  Ar.niston  and  Calhoun  County  because 
v.c     re  ro r e  f  ar  i  1  i  a  r  v; i  th  t hem . 

Barents  /"^nrny-cuG  lias  two  nain  objectives: 

1.  Vo  work  with  the  fanilies  in  order  to  keen  the  family 
toqother  and  the  children  in  the  hone  if  at  all  possible. 

2.  To  act  ar;  advocates  for  the  children  and  rake  the  public 
aware  of  child    <.  tw^  nnd  willin'7  to  reoort  it  if  necessary. 

To  inuleront  the  first  objective  v;e  have  organized  three 
Parents  Anonymous  chapters  and  one  discussion  group  for  parents  who 
are  having  problems  v.'ith  their  teen  agers .  ■    (We  did  have  two  chapters 
in  our  Mental  Health  Center,  but  when  state  money  v;as  prorated  in 
October  of  1982  the  youth  program  was  dropped  there  for  lack  of 
funding  and  the  P. A.  chapters  folded). 

These  chapters  meet  weekly,  the  discussion  group  on  Monday 
ninht,  regular  ^.A.  chapterr^  on  Tuesday  right,  Thursday  morning 
and  Thursday  night. 
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*; iiur.'iJ.iv    1  roups  wore  placed  near  Tort  McClellnn  and 
prirar  ily  arc  for  t.he  nil  i  t.iry  norrsonncl .     Dc7  inning  April  21 ,  1983 
the  r^orninc  chapter  will  be  noved  to  a  r.ectir.-;  site  on  the  base  at 
I'ort  McClellan.     Military  professionals  are  rest  cooperative  and 
will  rake  roforralr;  to  this  qrouo  and  l^my  Corrunity  Services  has 
said  it  would  net  qc  aqainst  the  record  of  ir.ilitary  personnel  to 
coru  tc  r.A;  ^jut  attendance  at  the  group  would  be  a  plus  for  parents. 

(5;tati  sties  shew  there  i  s  no  relationship  between  socio-econrnic 
st.atU3  and  child  nbuno,  but  one  thread  crops  up  consistently,  there 
m  rorc  abuse  rei^'orted  in  the  rilitary  than  in  any  other  croup). 

In  u'orV.iiiq  with  parents.  Parents  'nonyrous  offers  qroup  discus- 
:;icn  with  cthor  parents?  rrroup  therapy  v;ith  a  professional  counselor 
present ;  parenting  classes  like  the  P  .T.L  .P .  rrocrrar^   (rteps  to 
i'ffoctive  ^arentim)  which  offers  training  in  Parenting  Techniques; 
filns:   "Nutrition  and  Behavior",   "The  Chain  to  be  Broken";  pro- 
fession.Tls  are  brouqiat  in  to  speak  on  "Anger",   "fitress  "anaqenent" » 
Comnunication  fkills",   "Care  and  Feedinq  of  Infants",  and  related 
subjects  desiqnod  to  teach  narents  good  patterns  of  loving  and 
nurturina  and  discipline  to  replace  destructive  patterns  and  to  ease 
their  relationsliin  with  their  children  and  ease  the  problem  of  child 
abuse . 

Acting  as  advocates  for  the  children  in  tnc  coirnunity  to  rake 
the  public  aware  of  child  abuse »  Parents  Anonymous  cooperates  with  the 
Anniston  City  Schools  Community  Education  Coordinator  in  putting  on 
parenting  classes  in  the  schools.     Three  classes  are  presently  being 
carried  on  in  three  schools  in  different  neighborhoods  v.'ith  the 
emphasis  on  helping  the  single  parent.     The  topics  being  presented 
are:     " Paront-Chi Id  Relationships;  Techniques  of  Discipline"  and 
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"t^.i  .ICS  f^i  .i    '.c  fv.:  '.'nrt'  i  t.-.' :  rcr.r't'nt"  . 

r.A.   riror.'-.fin,  nlotu!  with  tho  -nodical  arouns  in  the  county, 
nn  annual  soninar  at  Northonst  .Mnb.^r.i  Rcqional  Mcdicnl  Center  nnd 
JacV.-.onvi  11c  rtite  University. 

•l!u:  "^fninnr  At  the  hosnitnl  iv  designed  for  redical  personnel, 
the  or.e  at  Jacksonville  State  University  for  social  vorkerG,  teachern, 
r:tuder.tr.  and  lay  nerr>or.s.  , 

r  peak  or-;  have  Lcen  Jr.  Robert  ten  ISenscl,  University  of 
r'.mr.'.jr.ota  ar.d  Mrs.  '/holna  Baily,  Anerican  Mundane  Association. 

:■  1  a  n  T  a  re  be  ir.q  r-.adc  r  nw  for  the  October,   1933  Hen  i  na  r  v;  i  t  h 
Dr.   iMy  llPlfer  as  speaker. 

r.A.   IS  cropcratina  with  the  Anniston  City  rchool?;  in  prescntim 
a  :iunpet  sl'.cw  to  olonentary  school  children.     It  is  entitled,  "There 
[3  ro-eonn  To  Valk  To"  and  de;^ls  with  r-edical  and  situational  ne7lect 
and  tcuchos  li';htly  on  sexual  abuse.     Designed  esr^ecially  fcr  grades 
two  throu-^h  :;ix,  v.o   ire  tcir.7  asked  to  show  it  to  kindernarten  and 
fir.st  -trade"^  hfcaiiso  o*"  increasing  reports  of  child  molestation 
and  incest. 

Calhcun  County  P.A.  vas  one  of  25  sites  over  the  U.S.  to  be 
awarded  3  ^rant  to  design  a  Children's  Treatr^ent  "--rran.     V.'e  are  in 
the  process,  with  professional  help,  of  structurin:  a  prorrran  to 
build  the  children's  self-esteern,  alter  destructive  patterns  of 
behavior  and  help  thrn  understand  v;hat  is  happening  in  the  faT.ily. 

As  a  part  of  advocacy  we  arc  constantly  givinrj  programs  Cor 
schools,  churches,  civic  clubs  and  Keep  leaflets  and  brochures  in 
doctors'  offices,  hospitals  and  rany  public  areas. 

Alon'T  with  other  agencies  in  the  conTunity  v.-e  are  nlannir.7 
v:orkshoos  in  the  r.onth  of  May  on  Tarcnt-r.dolescent  Conrun icat ion"  , 
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witn  a  3po»\Kor  ^rnn  "I'ro^oct  II .  T .  L..  P .  ** ,   a  state  orqaniznti  on . 

Plans  are  Cor^plcte  for  publicity  in  the  county  for  "National 
Child  Abuse  Prevention  Month"  in  April  nnd  materials  are  being  sent 
to  other  areas  in  the  state. 

Much  vorK  Terrains  to  be  done  in  Alabara  as  •♦.'o  think  about 
24  ,000  children  being  abused  in  1982  .     v.'e  know  that  nany  volunteers 
will  continue  to  work,  but  vo  also  know  that  there  co^es  a  time 
vhcn  only  being  able  to  fund  a  nroject  will  kecj^  it  going. 
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CllILQ  ,\3USE  FACT  SHEET 


Reported  Cases  -  . ^,  . ^^^.^^^^  estimates 

ranqe  from  one  to  two  million* 
Deaths  -  1981  -  5,000  -  18  per  day 
directly  attributed  to  child  abuse. 


Reported  Cases  -  Alabama  -  1980  -  17*315 

1981  -  18,654  ,  ^  ^ 

'  '']■  '^'^ 

Ch^ld  Abuse        -  Extends  through  all  socio-economic 
Ch.lci  ADUse  levels,  is  not  confined  to  lower 

economic  levels. 


Tvoes  of  Abuse  -  Physical 

Physical  Keglect 
Verbal 

Emotional  Abuse  and  Neglect 
Sexual 


A-nroaches  -   (a)     Traditional  Protection  Programs 

A^proac.es  social  Service,  foster  care,  detention. 


(b) 


incarceration.  , 
Studies-  show  that  80%  of  young  people  in 
detention  centers  are  abused  children. 
From  90  to  100%  of  adult  prison  inmates 
have  been  abused  as  children.     In  Alcatraz 
at  one  ooint,  each  man  there  had  been  an 
abused  child.     The  cost  of  prison  care  is 
already  known. 

'self-help  programs  like  Parents  Anonymous,  foundec 
in  1970  by  an  abusive  narent.    The  parent 
members  are  the  best  evidence 
Cost  estimate  to  serve  each  family  S50  to 
$7  5  annually. 


Printing  ccirtecy  of 
Xerox  Corporation 
l:ir.infihu..,  Alaba.i& 
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Senator  Grassley.  Thank  you,  Mrs.  Bigger. 

Ms.  BiocKK.  Thank  you. 

Senator  Grasslky.  Mr.  McNally. 

Mr.  McNally.  Thank  you,  Mr.  Chairman. 

I  am  here  today  representing  Johnson  &  Johns,  i,  a  health  care 
company  which  is  headquartered  in  New  Brunswick,  N.J.  And  I  am 
also  representing  the  National  Committee  for  the  Prevention  of 
Child  Abuse  and  its  New  Jersey  chapter,  of  which  I  am  a  board 
member. 

The  national  committee  is  a 'nonprofit  organization  of  volunteers 
whose  mission  is  the  prevention  of  child  abuse  and  neglect.  I  wel- 
come this  opportunity  to  address  you. 

I  would  like  to  talk  to  you  a  little  bit  about  Johnson  &  Johnson's 
role  and  what  they  have  done.  In  1979  Johnson  &  Johnson  funded 
the  founding  of  the  New  Jersey  chapter  through  a  $35,000  grant. 
At  the  same  time  they  placed  the  president  of  the  baby  products 
company  on  the  board  of  directors  of  the  national  committee  and 
the  vice  president  of  personnel  on  the  New  Jersey  chapter. 

We  have  and  will  continue  to  provide  financial  support  and 
people  support  and  time  and  organizational  support  to  the  national 
committee  and  the  New  Jersey  chapter.  We — the  New  Jersey  chap- 
ter ran  a  corporate  breakfast  in  order  to  promote  corporate  aware- 
ness to  child  abuse.  It  was  hosted  by  Johnson  &  Johnson  Baby 
Products  Co.,  and  it  was  paid  for  by  the  baby  products  company. 

At  that  breakfast,  some  of  the  speakers  were  Mr.  Cockman, 
president  of  Po'psicle  Industries;  Mr.  W.  Clement  Stone,  founder 
and  chairman  of  the  Combined  Insurance  Co.  of  America;  and  Mr. 
Jim  Iiaski,  president  of  Baby  Products  Co. 

The  Honorable  Thomas  Kean,  Governor  of  the  State  of  New 
Jersey,  also  attended  and  signed  a  proclamation  declaring  June  as 
prevention  of  child  abuse  month.  The  New  Jersey  chapter  and  the 
national  committee,  Popsicle  Industries  and  Baby  Products  Co.  also 
sponsored  a  fund  raising  event  in  January  of  this  year,  a  Peter, 
Paul,  and  Mary  concert  held  in  New  Brunswick,  N.J. 

The  idea  again  was  community  awareness  and  community  in- 
volvement. The  event  was  well  received,  and  there  were  a  number 
of  corporate  donations,  and  a  number  of  community  people  that  at- 
tended the  event. 

The  New  Jersey  chapter  has  had  a  couple  of  projects,  and  one  in 
particular— two  in  particular  are  of  note.  One  is  called— it  is  a 
parent  linking  project,  and  it  is  called  the  Chestnut  Street  School. 
The  Chestnut  Street  School  takes  in  pregnant  teenagers  or  preg- 
nant adolescents  and  teaches  them  how  to  be  mothers. 

This,  we  feel,  is  one  of  the  prime  ways  to  prevent  child  abuse.  It 
also  provides  the  adolescent  the  ability  to  continue  and  stay  in 
school,  which  does  not  usually  occur  in  this  particular  case. 

Also  we  have  a  speakers  bureau  that  is  designated  to  speak  at 
different  functions,  and  their  ideas  and  the  way  they  tailor  their 
talk  is  directed  toward  that  particular  group. 

I  am  also  representing  today  the  national  committee,  and  the  fol- 
lowing is  in  context  as  role  of  a  member  of  the  national  committee. 
We  feel  that  the  funding  should  be  increaed  to  the  level  of  the 
1970's  in  order  to  continue  the  good  work  that  NCAN  has  started. 
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I  am  very  pleased  to  have  this  opportunity  to  address  you,  Mr. 
Chairman. 

[The  prepared  statement  of  Mr.  McNally  follows:] 
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Mr.  Chairman,  my  name  is  Timothy  C.  McNally ,  and  I  am  here  today 
representing  Johnson  &  Johnson,  a  Health  Care  Company  which  is  headquartered 
in  New  Brunswick,  New  Jersey.     I  am  also  representing  the  National  Committee 
for  Prevention  of  Child  Abuse  cmd  its  New  Jersey  Chapter,  of  which    I  am  an 
Executive  Board  Member. 

The  National  Committee  is  a  nonprofit  organization  of  volunteers  whose 
mission  is  the  prevention  of  child  abuse  and  neglect. 

I  welcome  this  opportunity  to  address  you  today. 
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Johnson  t  Johnoon  Corporate ,  and  in  particular  Johnson  &  Johnson  Baby 
Products  Company,  has  been  and  will  continue  to  be  extremely  supportive  of 
the  National  Conanittee  for  Prevention  of  Child  Abuse  and  its  Hew  Jersey 
Chapter.    With  a  grant  of  535,000,  Johnson  &  Johnson ^  through  its  Baby 
Products  Company  subsidiary,  funded  the  formation  of  the  New  Jersey  Chapter 
in  1979.     At  that  time',  Mr.  Robert  C.  Stites,  President  of  Johnson  &  Johnson 
Baby  Products  Company,  became  a  member  of  the  Board  of  Directors  of  the 
National  Committee  for  Prevention  of  Child  Abuse;  and  Mr.  Williajn  F.  O'Brien, 
Vice  President  of  Personnel  for  Bahy  Products  Company /  was  named  to  the  Board 
of  Directors  of  the  newly  formed  New  Jersey  Chapter. 

Johnson  &  Johnson,  through  its  Baby  Products  Company  subsidieiry,  has 
continued  its  support  of  the  organizations  by  providing  financial  donations, 
volunteer  personnel,  and  organizational  advice. 

In  1982  the  New  Jersey  Chapter  requested  that  the  Baby  Products  Company 
supply  them  a  Director  with  a  financial  background.     I  volunteered  for  the 
position  in  May  of  1982  and  am  proud  to  be  serving  such  a  worthwhile  group. 

One  of  the  New  Jersey  Chapter's  main  goals  is  to  promote  public 
awareness  of  this  growing,  terrible  condition  that  exists  in  our  communities 
across  the  nation.     In  order  to  promote  awareness,  the  New  Jersey  Chapter  r 
sponsored  a  Corporate  Breakfast  hosted  by  Baby  Products  Company,  Skillman, 
New  Jersey.     Corporate  heads  were  invited  from  all  over  the  state,  and 
attendees  were  informed  how  their  companies  could  participate  in  the 
prevention  of  child  abuse  cause.     The  event  was  paid  for  by  Baby  Products 
Company,  and  speakers  included  Mr.  James  Cockman,  President  of  Popsicle 
Industries;  Mr.  W.  Clement  Stone,  Founder  and  Chairman  of  Combined  Insurance 
Company  of  America;  and  Mr.  James  R.  Utaski,  President  of  Baby  Products 
Company.    The  Honorable  Thomas  Kean,  Governor  of  the  State  of  New  Jersey, 
attended  and  signed  a  proclamation  declaring  June  **Prevention  of  Child  Abuse 
Month . " 
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The  National  Cooaaittee,  the  New  Jersey  Chapter,  Baby  Products  Company, 
and  Popsicle  Industries  sponsored  a  FMnd  Raising/Community  Awareness  event 
in  January  1983.    The  event,  held  in  New  Brunswick,  New  Jersey  at  the  Hyatt 
Hotel,  was  a  "Peter,  Paul  &  Mary  Dinner  Concert. This  very  successful 
event  raised  the  coomunity  awareness  and  some  needed  funds  to  continue  our 
work.    The  Johnson  &  Johnson  Family  of  Companies  purchased  10  tables.  The 
Baby  Products  Company  donated  many  employee  hours,  and  along  with  Popsicle 
Industries,  was    responsible  for  numerous  Corporate  donations. 

These  kinds  of  events  are  extremely  successful  in  involving  the 
Corporate  Community  to  donate  their  efforts  because  Preventing  Child  Abuse 
Through  Public  Awareness  is  in  their  interest.    Furthennore,  all  the  people 
involved  in  the  setting  up  of  the  events  are  community  volunteers.     (A  list 
of  major  donors  of  the  New  Jersey  Chapter  is  attached.) 

The  New  Jersey  Chapter  has  a  number  of  programs.    The  two  most 
effective  are  the  Parent  Linking  Project  (Chestnut  Street  School)  and  the 
Speaker's  Bureau  -  A  Family  Focus. 

The.  Chestnut  Street  School  Project  takes  in  pregnant  adolescents  which 
allows  them  to  continue  their  education  and  affords  them  the  benefit  of 
professionals  and  trained  staff  to  help  them  cope  with  being  parents  and 
still  survive  the  rigors  of  maturing  into  ar'.ulthood.    This  is  a  very  unique 
program,  as  pregnant  adolescents  normally  have  to  drop  out  of  school  and  do 
not  get  the  professional  help  they  need  to  cope  with  their  new  lives.  This 
is  real  prevention  of  potential  child  abuse.     (A  one  page  synopsis  of  this 
program  is  attached.) 

Mr.  Chairman,  as  I  am  appearing  today  in  several  capacities,  I  want  to 
make  clear  that  the  following  statement  is  delivered  in  the  context  of  my 
role  as  a  representative  of  the  National  Coinnittee  for  Prevention  of  Child 
Abuse . 
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-ne  National  Comaiittoc  bar  three  requests  that  they  feel  will  make  thi 
Bill  more  effective  on  the  National  and  State  levels.    They  feel  that  the 
buJget  should  be  increased  to  the  1970 's  authorization  level  of  530  Million 
This  would  tnablt!  N'CCAi;  to  continue  their  fine  work  in  an  era  of  increased 
incidents  of  child  abuse.     Last  year,  1982,  was  a  particularly  poor  year. 
Oil  an  average,  the  states  reported  an  increase  of  10%  in  child  abuse  a-nd 
neglect  cases.     In  New  Jersey,  deaths  relating  to  child  abuse  and  neglect 
have  risen  fron  12  in  1981  to  22  in  1982 — a  staggering  83%  increase. 

Given  ^ust^the  two  facts  above,  one  should  have  something  to  think 
about  when  considering  the  level  of  funding. 

Another  item  the  National  Committee  is  supporting  is  the  request  that 
a  substantial  amount  of  money  be  earmarked  for  prevention  instead  of 
treatment.     It  could  be  very  cost-effective  in  the  long  run. 

The  third  item  is  that  the  Natic,   ..i  Center  be  given  much  more 
visibility  by  having  the  Secretary  of  the  Department  serve  as  Chairperson 
on  the  Advisory  Committee.    This  would  enable  the  Secretary  to  have  "hands 
on"  access  to  the  daily  working  of  NCCAN  and  enable  the  Director  to 
interface  more  directly  with  associated  agencies. 

One  of  the  most  disturbing  new  factors  in  child  abuise  is  the  recent 
connection  with  unemployment.     There  seems  to  be  a  correlation  between 
higher  unemployment  rates  and  increased  incidents  of  child  abuse.  A 
research  article  by  Mr.  Peter  Coolsen,  M.S.W.  is  attached.    The  stress  of 
unemployment  seems  to  affect  the  whole  family  environment  and  sometimes 
manifrjsts  itself  in  child  abuse. 

I  am  very  pleased  to  have  the  opportunity  to  submit  this  testinony 
to  you. 
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THE  NATIONAL  COMMITTEE  FOR  THE  PREVENTION 
OF  CHILD  ABUSE  (NCPCA) 

The  National  ComI^,i^.tee  ♦'or  the  Prevention  of  Child  Abuse  is 
the  only  national,  char itable  organization  dedicated  solely  to 
pr»>vent  child  abuse.     It  is  a  volunteer-based  organizotion  of 
concerned  citizens  vyorkinq  with  conununity,  state,  national  and 
international  groups  to  expand  the  knowledge  of  child  abuse  preven- 
tion;  increase  awareness  and  understanding  of  child  abuse  and  its 
prevention;  and  stimulate  action  for  the  development  of  policies 
and  prograrTis  which  help  to  prevent  child  ibuse. 

Since  its  founding  ten  years  ago  by  Donna  Stone,  NCPCA  has  become 
a  recognized  leader  nationally  and  internationally  in  efforts  of  preven- 
ting child  abuse.    As  a  charitable  organization  it  has  existed  and 
grow-^  primarily,  through  generous  efforts  and  contributions  from  indivi- 
duals, private  foundations,  corporations,  membershipsand  fundraisirg 
efforts.    The  National  Committee  today  is  composed  of  a  national  office 
in  Chicago,  Illinois  and  thirty-two  chapters  throughout  the  United 
States  -  and  it  is  still  growing.     This  national  network  provides  resources, 
technical  assistance,  information,  consultation  and  education  to  promote 
the  crea-Aon  and  expansion  of  community  support  services  to  children 
and  their  families  to  prevent  child  abuse. 
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THE  NEW  JERSEY  CHAPTER  -  NCPCA 


The  New  Jersey  Chapter,  NCPCA  -  was  created  in  1979,  as  part 
of  the  National  Committee's  local  and  state  system,  with  the  purpose 
of  involving  concerned  citizens  in  action  to  prevent  child  abu^e  and 
neglect-     It  is  a  charitable  organization  working  at  a  statewide  level 
to  raise  public  awareness,  develop  prevention  programs,  provide  educa- 
tion and  consultation,  and  to  speak  out  on  behalf  of  children  and  their 


In  1980,  the  New  Jersey  Chapter-  developed  the  PARENT  LINKING  PROJECT 
as  a  model  parenting  education  and  support  project  in  Newark.    The  pro- 
ject provides  information,  education  and  counseling  to  new  parents  so  • 
that  they  can  more  positively  influence  the  physical  and  emotional 
growth  of  their  children.     It  has  operated  in  three  Newark  sites  (1 
hospital,  2  schools),  serving  over  700  families,  most  of  whom  were 
inner-city  black  and  Hispanic  teenage  parents.    During  the  Fall  of  1982 
the  PARENT  LINKING  PROJECT  was  selected  for  presentation  as  a  model 
program  at  both  the  Fourth  International  Congress  on  Child  Abuse  and 
Neglect  in  Paris,  FrjVice  and  the  National  Leadership  Conference  of  the 
National  Committee  for  Prevention  of  Child  Abuse  in  Detroit,  Michigan. 

"  The  New  Jersey  Chapter-NCPCA  reinforces,  the.  highly  effect;ive 
public  awareness  campaign  conducted  by  the  National  Committee  by 
maintaining  their  FAMILY  FOCUS  Speaker's  Bureau.    It  utilizes  trained 
volunteers  to  make  individualized  educational  presentations  to  lay 
or  professional  groups  on  a  variety  of  topics  related  to  prov?nting 
child  abuse  and  strengthening  families.     Its  purpose  is  to  stimulate 
community  understanding  about-  the  problem  of  child  abuse  and  neglect 
and  involvement  in  its  prevention. 


families . 
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NEW  JERSEY  CHAPTER 
1 7  Academy  Si,,  Suite  709 
Newark.  NJ  07102  (201)643-3710 


MAJOR  DONORS  OF  NEW  JERSEY  CHAPTER 


Johnson     Johnson  Baby  Products  Company 

Johnson     Johnson  Personal  Products 

Johnson      Johnson  Dental  Products  Company 

The  Merck  Conqpany  Foundation 

Victoria  Foundation 

The  Turrell  Fund 

Gecaidine'R^  Dodge  Foundation 

Tne  Prud«fntial  Foundation 

The  New  York  Cwrjnunity  Trust 

Ortho  Pharmaceutical 

R.B.  Sellars  Foundation 

The  Junior  League  of  Summit 

The  Junior  League  of  Philadelphia 

The  Junior  Lea«jue  of  Short  Hllls/Oranges 

Christ  Church  (Sununit,  N.J.) 

M-asons  of  Monmouth  County 

Allied  Chemical 

E.R.  Squibb  Son 

New  Jersey  Bell  Telephone  Company 

Royal  Liquors  i  Importers 

Warner  Lauren,  Ltd. 

westfield  Service  League 

Elirabeth  McCann  Hutchinson  Foundation 


Kanebridge  Corpofj»tion 
Judge  William  Himelman 
Marl ton  Society,  Inc. 
Medical  Economics  Company,  Inc. 
Wellington  Importers,  Ltd. 
U.S.  Insurance  Group  a  Crjm  i  Fprster  Org. 


6/B/82 

5/28/B2 

5/2B/82 

l/lB/81 

5/30/80 

7/f/81 

3/24/81 

10/5/81 

3/26/82 

6/7/82 

12/31/81 

7/2/82 

4/6/81 

5/11/81 

3/15/82 

11/16/80 

6/29/82 

11/7/ao 

3/82 
11/5/81 
U/20/80 
5/17/82 
5/6/82 
6/2/82 
5/26/82 
1/29/81 
./28/82 
V26/82 
7/13/82 
7/26/82 
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^ftV^^i^-JSi^^^^  NEW  JERSEY  CHAPTER 

OFrHnSARUSF^  -  17A«d.mySt.SuU.709 
,  W  LHim  AHUbb   Newark,  NJ  07102  l20tlM3.37lO 


NEW  JERSCT  CHAPTER  -  NCPCA 
PROJECT  DESCRIPTION: 

THE  SPEAKER'S  BUREAU  OH  PRE\T£WTION  OT  CHILD  ABUSE  -  A  FAMILY  FOCUS 

Our  Sp«aker'a  Buraau  waa  craat«d  in  1901  in  ordar  to  stlmulats  a  coomunlty 
response  to  an  involvement  in  the  problem  of  child  abuse  and  neglect  and  related 
parenting  issues.    With  financial  backing  Irooi  a  foundation,  a  corporation  and 
a  Junior  League,  we  utilixed  the  diverse  talents  of  about  thirty-five  (35) 
volunteers.    They  received  an  intensive  two-day  training  in  communication  skills, 
an  overview  of  child  abuse  and  neglect  from  a  humanistic  perspective.  Information 
about  New  Jersey  Chapter  abuae  statutes  and  statistics,  and  prevention  strategies. 

This  public  awareness  project  differs  from  most  in  two  important  ways  -  (1) 
it  individuallxea  the  educational  presentation  to  the  needs  and  interests  of  the 
audience,  with  carefully  selected  audiovisuals  and  written  materials;  and  (2)  it 
includes  written  information  about  available  community  prevention  services  and 
specific  ways  on  can  get  Involved  in  preventing  child  abuse.    Topics  have  included 
the  following: 

-identification,  prevention  and  handling  of  child  abuse  "> 
and  neglect 

-education  for  parenthood 

-changing  familial  trer\ds  in  society,  relevance  to  abuse 

-NCPCA  Community  Plan  for  Prevention  t  suggested  coosnunity 
prograns 

-role  of  medical,  legal,  or  educational  profeaeit^nal  in 
dealing  with  abuee 

-responsible  sexual  decision  making  by  adolescents  for 
prevention  of  premature  parenthood 

-special  problems/neede  of  teaAAfle  parents 
-our  role  in  prevention,  i^ividually  and  collectively 
Because  research  has  shown  the  imporUnce  of  public  awareness  in  getting 
people  to  reach  out  for  help  before  a  crieie  erupts,  we  feel  our  Speaker's  Bureau 
is  a  vitel  component  of  our  prevention  activitiee. 
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NATIONAL  COMMrTTEE  NEW  JERSEY  CHAPTER 

FOR  PREVEN^^  1  ^  ^""^    '  S"'" 

,  OF  CHUJ)  ABUSE  Ntw.rk,  NJ  07102  (201)643  3710 


HEW  JZRSEY  CBAPTEK  -  NCPCA 
PROJECT  DESCRIPTION: 

PARgHT  LIMKINC  PROJECT 
The  N«w  J.raey  Ch«pter-N»tlonal  Cowaltt.e  for  Prevention  of  Child  Abu.e  developed  a 
dtvsnsUatlon  p«r«ntln9  tducatlon  Project  In  1980.    We  goal  of  the  project  la  to  enable 
the  n«w  parent  to  maxlioUe  hi.  ability  to  poll  .ve^y  Influence  the  phynlcal  and  emotional 
growth  of  the  child.    The  eupportlve  interventione  ara  dealgned  to  help  prevent  child  abuae 
and  neglect.    It  la  dealgned  for  an  urban  population  prlaarlly  conelstlng  of  taenage  minor- 
ity single  parants.     It  has  been  operational  In  three  Nevark  altes:    Univtralty  Hoapltal, 
St.  Ann'a  School,  and  Cheatnut  Street  School. 

The  project  includes  perional  contact  by  a  professional  health  educator  with  each  of 
the  parents,  dissemination  of  a  monthly  newsletter  'Pierre  the  Pelican",  and  a  trained 
volunteer  to  act  as  a  supportive  listener  who  is  knowledgable  about  child  development  and 
community  social  services.    Ttie  newsletter,  which  has  the  American  Medical  Association  en- 
dorsement and  has  been  used  statewide  In  eight  states  for  many  years,  provides  anticipatory 
guidance  to  new  parents.  'The  trained  volunteer    continues  contact  for  up  to  one  year  post 
partum.    Ttie  volunteer  approach  Is  based  on  research  findings  which  support  the  value  of 
trained  laymen  acting  as  positive  role  models  to  break  patterns  of  Isolation  and  child  abuse. 

To  date  the  project  has  served  760  new  families  In  the  three  project  sites.    Our  volun- 
teers represent  a  diverse  crocs  section  of  the  greater  Newark  area,    itie  volunteers  Include 
local  parents,  day  care  workers,  nuralng  stude-rs,  Eaaex  County  Community  College  studenta, 
foater  parents,  and  La  Leche  League  mothers.    The  ..ew  Jersey  Chapter  trains  these  volunteers 
in  communication  skills,  child  development  patterns,  and  child  abuse  prevention  strategies. 
Thirty  volunteers  have  been  involved  to  date  and  new  volunteers  are  being  recruited  and 
trained  on  an  ongoing  basis.    The  benefits  of  this  parent  education  project  are  evident 
for  both  the  volunteers  aa  well  aa  the  new  parents. 

Our  Chestnut  Street  School  project  has  been'  tentatively  selected  for  presentation  at 
the  International  Congress,  on  Child  Abuse  and  Neglect,  September  7  -  10,  1982,  in  Paris, 
France.    .In  addition  to  the  basic  project  components  250  pregnant  adoleacenta  attending 
this  school  have  the  benefit  of  a  professional  who  conducts  staff  dsvelopment  training  snd 
runs  student  rap  groups. 

The  preliminary  evaluations  sesm  to  Indlcste  the  bensfits  of  projects  like  ths  Psrsnt 
Linking  Project^in  the  promotion  of  good  parenting  skills  end  the  prevention  of  child  abuse 
and  neglect. 
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PARENTING  IS  A  TOUGH  JOB. 

COPm  BECOMES  MOflE  DIFFICULT  AND  FBUSTBATION  ESCALATES  WHEN  A  PARENT  EXPERIENCES: 


^^^OieSf^^  SOF  ESTEEM 

«^^S6  FINANCIAI.  CONDfTIONS  JiftS 

iflf 


VJ0L6HT  ENVIRONMENT 


5  0APVf>' 


SOCIAL  ISOLATION 


TWE  N.J.  CHAPTER  OF  THE  NATJQHAL  COMMrTTEE 
FOR  PnEVENTlON  OF  CHILD  ABUSE 


Feels     THE  PARENT  LINKING  PROJECT     Can  Help 


The  PARENT  UNKiNQ  PROJECT  was  developed  by  the  New  Jersey 
CHAPTER  OF  THE  NATIONAL  COMMITTEE  FOR  PREVENTION  OF 
CHILD  ABUSE  as  a  model  pe^wtlng  education  and  support  pfoject. 
The  goat  of  tt^  project  Is  TO  MAXIMIZE  A  TEENAGE  PARENTS 
ABILITY  TO  POSmVELV  INFLUENCE  THE  PHYSICAL  AND 
EMOTIONAL  GflOkVTH  OF  HER  CHILD- 


-Since  our  organization  concentrates  Its  efforts  on  prevention  of  child 
abuse  and  negtect.  we  are  concerned  with  parents  who  are  at  high  risk 
of  becoming  abusive  and  neglectful. 

-Almost  12.CXX)  babies  were  bom  in  1980  to  teenage  mothers  In  New 
Jersey.  Of  these  over  i  .000  in  Essex  County  were  to  mothers  17  and 
under. 

-Developing  childrearing  sl<ilis  and  support  systems  is  vital  to 
successful  parenting. 

The  PARENT  LINKING  PROJECT  ]t  designed  fo^  an  urban  population 
primarily  consisting  of  teenage  minority  single  parents-  The  project 
has  operated  In  three  such  sites  in  Newark,  New  Jersey  (1  hospital. 
2  schools)  and  has  served  over  700  new  famlles. 


This  project  was  selected  to  be  presented  as  a  model  program  at: 

—Fourth  International  Congress  on  Child  Abuse  and  Neglect. 
Paris.  France.  1982. 

—National  Committee  tor  tf>e  Prevention  of  Child  Abuse 
Leadership  Conference.  Detroit.  Michigan. 


PARENT  UNKINQ  PflO/ECT  offers: 
*teo>nlcai  assi8tar>ce.  Including  staff  training 
and  multi'media  resource  Information  on  such 
topics  as  child  abuse  and  neglect.famity 
dynamics,  and  sexual  abuse, 
'small  group  discussions  on  relevant  topics 
such  as  life  sKllis  and  values  clarification. 
*disseml  nation  of  a  monthly  newsletter  offering 
month-to^nonth  Information  on  the  cNWs 
growth  and  development 
*llnklng  each  new  parent  with  trained  ' 
community  volunteers 

More  About  Volunteers 
PARENT  UNKINQ  PROJECT  has  recruited  30 
community  people  to  vrark  along  with  tt)e  new 
parents  prodding: 

•  supportive  listening- 

e  information  about  child  development 
referral  Information  about  community 
services 

•  a  role  n>odel 

Phase  II  of  the  PARENT  UNKINQ  PROJECT 
provides  an  educational  and  social  forum  In 
which  new  parents  can  share  feelings  and 
concerns. 
Phase  II  offers: 

•  parent  discussion  groups  ^ "  * 

•  newsletter  continuation 

•  volunteer  follown4>.  inchidinO 
involvement  In  discussion  groups 


For  more  Information  contact: 


NEW  JERSEY  CHAPTER 
NATIONAL  COMMITTEE  FOR 
PREVENTION  OF  CHILD  ABUSE 
17  Academy  Street.  Suite  709 
f4ewark.  New  Jersey  07102 
PI>one:  (201)  643-3710. 
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Extfculive  Director'}  letter 
By :  Brendd  Byrne 

A  Look  At  Current  Trends 
in  the  Child  Abuse  Field 


In  retponte  lo  inCrejtini;  concern  in  mlrietl  m  the 
chjnginff  chtld  wriltfre  irtlem.  the  nitional  offKe  ol 
nCPCA  h*»  fecenlly  conducted  i  »urvey  lo  mej»uro.lhe 
Jmpdjil  ol  Frdrul  Culbicki  on  Sijir  *nd  Communily  Re- 
v|>on>r%  to  Child  Abutt*  I  would  like  to  thjie  tome  ol  Ihi* 
♦indmRi  with  tho»e  ol  you  in  New  )ef»ey  who  hjve  in- 
dicated Concern  in  thit  problem 

A  brirf  look  »\  the  pjtl  it  imponjnl  if  we  jre  to  view 
ch*ngrvrn  proper  contest.  Since  1972  we  hjve»een  the** 
cunirjtu 


-In  MiChigin,  wherr  unemployment  hoven  iround  15S. 
chilrl  ibute  CAvet  hive  inCrr»ed  by  37%  in  four  counties 
most  effected  by  iutomobtle  plini  liyofft  More  Ihin  SOS 
of  the  child  ibute  And  neglect  ci<«}  refened  to  their  ttJie 
igency  came  from  four  Counhet  Other  populous  courv 
ttet  do  not  reflect  ihete  irKrejset ' 

■Tckas  repont  more  venout  formt  of  abuse. 
•WitContin  show)  «n  Averige  increase  of  123S  m  child 
jbute  repoHingfromthelOcounliet  with  highest  levels  of 
employment. 


■  NO  l«*derji  (hild  tt)usv  Jnd 
n^'k*!!-!!  proK'4m 


pii>)!,f*rn\  in  <ill  t(4rr« 


t  mfrgfru  r  ol  i  'rv»  *Hf  help 
(;(uu{>v  ^om«*  Pdfrnis  Anciny- 
fTiouv  I  h4pie<\  no  P<irer>l\ 
L  ulled  niO|;t<im« 


f  omfnunity-wide  child 


■  liitleionrern  tor  or  under- 
Mjndmt;  oi  ptevrniion 


NOW 

-nCCan  iNJiionjI  Cemer 
on  Child  Abuse  jnd  Neg- 
lect) hts  provided  N^nonjl 
fcKus  'or  inlormJtion.  prcw 
gr<m  development  <ind  re- 

-SirengiheneO  lJw% 

-Improved  jpprojches  in- 
cluding 24  hour  leporiing 
Uctliliei.  sprci4h2eO  units, 
mullidiuiptinjrv  learns  etc 

-Over  1 500  Pjienis  Anony- 
mous ChAplers.'Over  100 
pjFertIs  United  groupi 


-Frequent,  common  uie  ol 
community  child  proieciion 
councils  or  coalitions  Us 
in  New  Jerveyl 

-CreAler  inieresi  And 
knowledge  ol  how  to 
prevent  i\ 

•I  HdrrtS  survey  indiCJIrs 
9QS  ol  Adults  Are  Aw4re  ol 
problem.  incieAsed  undei- 
siAndmg  ol  corrrUtion 
between  jbuse  And  urv- 
rmployment/juvenile  And 
jdult  crime  only  10\ 
utiderMAnd  how  lo  prevent 


-39  out  of  50  stAtes  Are  reponing  Idunng  our  telephone 
Survey)  An  increAse  in  reponed  CAses.  with  most  of  lhe*e 
r,  133)  indiCAting  in  increASe  in  seventy,  as  well 


-SesuAl  Abuse  was  reponed  by  35  stAie  spokesmen  lo  hAve 
drAmAticAlly  increased 


-32  siAtes  had  AlreAdy  noticed  cutbacks,  with  17  SAvin^ 
child  Abuse  WAS  such  a  high  priority  thAt  stAte  funds  wert* 
filling  the  gaps  creAted  by  federal  cuts'  A  decreASe  in 
community  bAsed  public  services  was  seen  by  mAnv 


-Efforts  to  narrow  the  interpret  Ation  of  the  child  Abuse  law% 
WAS  noted  in  four  stAtes.  while  26  indiCAted  a  loose  in- 
lerpretAtion  was  evident  in  their  stAtes 


At  the  IocaI  level  the  study  w*s  less  gloomy,  with  the 
private\ector  responding  to  the  problems  in  a  CreAtive  w  a>. 
Loc  Ally  we  see  a  prolileration  of  volunteer-based  acitivitics. 
private  donors  concemed  with  (he  problem:  creation  ol 
prevention  programs  and  network*  (such  as  the  12  new 
chapters  of  nCPCA  within  the  past  6  months;  and  the 
development  of  grass-roots  supponed  legislation  that 
creates  a  funding  base  for  local  prevention  eHorts.  like  the 
Children's  Trust  Fund  rn  sik  states 


In  essence,  we  should  commend  local  initiative  that  can 
turn  a  potentially  devastating  situation  into  a  motivating 
force  The  New  lersey  Chapter-NCPCA  remains  "at  the 
ready"  lo  assist  with  any  Such  prevenuon  approach  let  s 
work  together* 


Thf  impact  at  Ihe  state  level  is  signilicani  During  a 
lelfphoni-  survey  in  lhi>  Spring  ol  1982.  slate  agency 
spnlnesmi-n  indicated  some  ol  the  lollowing  impofTanl 
indicators  evident  since  economic  stress  and  federal  Cut- 
backs became  more  prevalent 
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March  15,  1983 


The  Honorable  Austin  J.  Murphy,  Chairman 
SiibccKmittee  on  Select  Education 
U.S.  House  of  Representotives 
Washington,  DC  20515 

Dear  Representative  Murphy: 

As  a  nation  we  are  more  aware  of  the  child  abuse  probleni  anc 
how  to  respond  to  it  than  a  decade  aqo.    This  is  in  large  meas- 
ure due  to  the  existance  of  the  small  but  effective  federal 
program,  the  National  Center  on  C2iild  AL^^e  and  Neglect  (HCCAN) 
created  by  the  1974  Child  Abuse  Prevention  and  Treatnent  Act. 
NCCAN  has  been  a  catalyst  for  the  nationi  triggering  state 
and  local  cownunity  responses  to  the  problem.    This  National 
program  has  accomplished  a  lot.    But  clearly,  inuch  more  neeos 
to  be  done.    We  are  delighted  with  the  I'eadersnip  you  have 
taXen  in  seeking  reauthorization  of  the  Child  Abuse  Act;  we 
ask  that  the  following  be  included  in  your  hearxng  record. 

The  problem  is  one  which  is  on  the  rise,  as  is  clarified  in 
the-  three  attached  articles.    Last  year  45  states  reported  an 
increase  in  the  amount  of  child  abuse}  33  reported  an  increased 
number  of  serious  cases  of  fibusc;  and  14  reported  an  Increase 
in  the  number  of.  deaths.    Unemploynent  appears  to  be  one  of  the 
catalysts  of  these  increases.    IXiring  the  same  time  period  33 
states  reported  significant  cutbacks  in  the  size  of  the  state's 
program  wnich  investigates  &nA  treats  child  abuse  cases.    Thus, ' 
we  have  mere  cases  and  a  deteriorating  response  and  treatment 
system. 

The  National  Cotnnittee  for  Prevention  of  Child  Abuse  is  deeply 
committed  to  seeing  that  Public  Law  93-247,  the  Child  Abuse  Act, 
is  reauthorized.    Further,  given  the  rapidly  increasing  loagTiitude 
of  the  problem,  and  the  cost  to  nociety  for  waiting  to  respond 
After  the  fact,  we  want  to  see  a  dramatic  increase  in  MCCAN's 
budget  and  thus  a  restoration  of  the'authorization  levels  for 
Public  Law  93-247  before  the  Reconciliation  Act  of  1981  at  a 
minimum. 

We  want  to  aee  a  substantial  proportion  ot  the  discretionary 
dollars  spent  by  NCCAN  used  specifically  for  priinary  preventir 
activities,  e.g.,  Activities  directed  at  kr  pjjv?  tUe  problem 
from  ever  occurring  In  the  first  place  as  alLtinct  from  reha- 
bilitation after  abuse  has  occurred.    He  w«^'ilr\  Ilka  to  see  the 
states  encouraged  to  use  portions  of  the:;r  ..t/ite  grants  from 
NCCAN  for  prevention. 
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And,  we  would  hope  that  NCCMJ  would  continue  minimally  to  provide  states 
.^i^^-^i  {^rapts  "at  current  funding  levels  per  state.     Thus,  if  additional  states 
kxicome  eligible  for  sTate  grcints,  additional  -funds -ehoixW-bt  madfi  available 
under  the  state  grant  program.    Finally,  we  would  like  to  see  MCXAN  receive 
greater  secretarial  attention  within  the  Department  of  Health  and  Human 
Services.    Given  the  magnitude  of  the  child  abuse  problem,  the  fact  that 
child  abuse  appears  to  be  the  linchpin  or  common-denominator  for  so  many 
of  our  other  social  problems,  and  the  fact  that  child  abuse  is  a  health  as 
well  as  human  service  and  legal  ar«d  educational  problem,  we  believe  that  the 
D/HHS  Secretary  must  become  more  involved  with  the  activities  of  NCCAN  to 
assure  intra-  and  inter-agency  and  departmental  cooperation  in  responding 
to  the  child  abuse  problem.    Ke  would  like  to  see  the  Secretary  serve  as 
the  Chair  of  the  Child  Abuse  Advisory  Corranittee  established  under  the  Act; 
and,  we  would  like  to  have  NCCAU  update  annually  a  plan  for  inter- and  intra- 
agency  and  departmental  activities  for  submission  to  the  Secretary.    We  . 
believe  that  these  two  actions  will  strengthen  NCCAN's  ability  to  accomplish 
Its  objectives  as  set  forth  by  Congress. 

v.-f  do  hope  the  corjnents  and  the  attached  articles  are  of  use.  Thank  you  for 
your  commitment  in  seeing  the  Child  Abuse  Act  reauthorized. 

Sincerely, 


Ar.r.o  H.  Co^.n 
Dcocutive  Director 

L-^clCiiurcs 
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Unemployment  and  Child  Abuse 

P«tW'Coo*»«i.M.S.W. 


l«v«l  cH  unamployfmnt  in  40  yMn. 
Ttw  nat^o^  un«mploym«nt  rata 
raacftad  10  J  par  earn  by  aaily  Da- 
oambar  IMS,  wim  mora  man  12  mlt- 
Hon  paopla  out  o/t  worV.  Stataa  Hka 
ONo  Mid  IWnoia  ara  aunaftng  from 
rataa  abov*  13  par  oant:  Michioan.  tha 
hcrdaat  hit.  has  ona  o(  avary  six  wortc 
•a  looking  for  a  )ob.  Evan  ttataa  Kka 
Alabama  and  Taxaa  in  tha  boom  araas 
of  it>a  South  andSouthwaat  ara  faaf^ 
Ino  tha  Impact  And  for  tha  fint  tlma 
alnca  tha  Dapraaaioa  th*  {oblaw  rata 
for  man  haa  toppad  that  for  womart 

Tba  madia  hava  davoiad  conaidar' 
abia  covoraga  to  tha  atfacta  of  high 
unamploymani  on  famlKaa.  Numaroua 
artidaa  hava  riiMd  tha  poaaiblllty  of  a 
link  batv»aan  lha  rising  un«mploymant 
'  ra'ia  and  th*  Incraaaing  incidanca  of 
chikJ  abuaa.  WhUa  It  Is  aasy  to  asauma 
asimplaoonnaction  batwaan  tha  two. 
H  may  ba  valuabla  to  axptora  this 
oonn«ctk)n  mora  daaply  and  to  aha- 
tyn  ma  raaaarch  availabla  on  tho 
HJbtaci 

Unamptoymant  Obviously  has  a  tra- 
mfndous  impact  on  famliiaa.  In  add^ 
tion  to  tha  loaa  of  Incama  and  tha 
mraat  to  tha  family's  asonomic  staWI* 
Ity,  mara  ara  numaroua  paychologicai 
aasauita.  An  unamployad  parant  oftan 
axparianoaa  loss  of  salf-aataam.  raduc- 
ttoo  of  aconomic  powaf.  and  d*> 
craaaad  social  status.  Thasa  axparl- 
aocas  can  iMd  to  daprassion  and  to 
conflict  among  family  mambart.  (Ona 
of  avary  savan  wortacs  In  a  Oatrolt 
survay  raportad  Incraasad  conflicts 
with  cNldran  aftar  batng  laid  off.*)  tt  Is 
not  unusual  for  an  unamployad  braad* 


About  aia  auawr 

Of  9^  Nationct  CommttiM  lor  PrMniion  Ol 
CMd  AOuM.  H*  It  Cunvrttly  «!  wO^i  on  ■ 
puOiKAbon  cencan^  child  »&um  pr«w«n- 
«on  iA  tri«  wodip^.  wtWft  a  •  product  Ol 
1983  NCPCA  confsnnc*  on  "Strtngowv 
tng  Fam<i<««  tfwougn  ffM  WortpUc*.'  hatd  tn 
P^*Cin«.  Wtaoonatn. 


wirmar  to  sparyl  hours  a  day  in  a  da* 
preaaad  frama  of  mind,  damoralized 
by  tha  straaa  of  unpaid  bills  and  by  ra- 
iactlons  arKOuntarad  In  tha  job 
saarch.  If  tha  parson  out  of  worit  la  a 
singia  parant.  thasa  prassuraa  can  ba 
a^^n  mora  profound. 

ChlUran  aiao  ntod  to  maka  an  ad* 
iuatmarrt  durtng  a  tima  of  unamptoy> 
mant.  Oftan  thay  must  do  without 
things  that  wara  availabla  in  mora 
proaparoua  tlmaa.  TTtis'  daprlvation 
may  ba  particularly  strauful  for' 
achool^.chiUran  wtw  intaract  dally 
wim  chHdran  of  famliiaa  not  suffaring 
from  joblasanaaa.  Also,  basic  ralation- 
chlpa  batwaan  chiktran  and  parants 
may  changa  during  this  parted,  tn  a 
iwo'parant  family  an  unamployad 
fathar  may  find  himaalf  sparKling 
mora  hours  as  caratakar  of  tria  young- 
ar  chHdrant  and  mia  comaa  at  a  tIma 
whan  his  petianoa.  aalf-aataam.  and 
positlva  ar>argy  ara  at  a  minimum. 

Con4aquantty.  tha  atraaa  tavtl  is 
vary  high  for  bom  parants  and  chik 
dran  during  a  tima  of  unamploymant 
Whathar  thasa  strassas  lead  to  violant 
or  naglactful  Incidants  or  whathar  fam- 
ily mambars  puH  togathar  and  sunrfva 
tho  crisis  dapands  on  a  numbar  of  r»- 
alltias.  soma  intamal  and  soma  axtar- 
nal  to  tha  family. 

RtMsrch 

Unamploymani  and  aconomic  strass 
hava  baan  citad  mroughout  tha  chlU 
abusa  ttlarstura  as  fraquant  corralatas 
of  mtltfaatmant*-*  Faw  raaaarcti  af- 
f<yts,  howtvar.  hava  axpkjrad  thia  ral»> 
tionship  thoroughly.  In  a  national  sur- 
vay conductad  In  tha  lata  IMOs. 
QU  raportad  that  47.5  par  cant  of  tha 
ftthan  til  abuaad  cNtdran  war*  un- 
amployad during  tha  yaar  bafora  tha 
chlkJ  was  abusad.  and  11 J  par  cant 
wart  unamployad  at  tha  tIma  of  tha 
abusiva  act*  In  a  statisticat  analysis  of 
Gifs  data.  Richard  Light  condubad 
that  unamploymant  was  tha  variabla 
that  could  moat  trtqu^ntfy  ba  ralatad 
to  chlkJ  abusa.  and  that  tha  data  con- 
flrmad  tha  thaory  that  family  straaa 


from  unamploymant  Tiaa  in  to  Incl- 
danca  of  abuai.**  m  1975  a  study  with 
tha  Unitad  Auto  Workars  in  Rint 
Michigan,  ravaaiad  that  during  tha 
yav  in  which  tha'unamploymant  laval 
raachad  20  par  cant  in  BH  tha  Ihc*- 
danca  of  varlfiad  chHd  abuaa  doublad.' 

Ovar  tha  past  yaar  or  80  a  numbar 
of  statlstkiai  comparlaona  hava  baan 
mada  batwaan  unampkiymant  ralaa 
and  chikj  abuaa  raports'  In  stataa 
hardaat  hH  by  tha  raoaaaioa  m  Wiyna 
County.  »«chigan  (Datroit).  tha  un- 
amploymant rata  roaa  from  ISA  par 
cant  in  1961  to  17.1  par  cant  in  1962. 
During  tfiasama  tima  tha  numbar  of 
aubstantiatad  abuaa  and  naglact  ra- 
ports  incraasad  by  37  par  oanl«  In 
Wiscorwin  tha  Buraau  for  ChikJran. 
Youth,  and  FamiUaa  conductad  a  pr«- 
Hmlnary  anafyais  of  cNkJ  abuia  r«- 
ports  In  countiaa  wHh  tha  highaet  lav- 
ais  of  loblaatnaaa.  It  was  found  that 
whila  raportad  caaaa  of  abusa  Irv 
cnasad  by  0  par  oant  in  tha  stata  dur- 
ing 1961.  thay  Incraasad  an  avaraga 
123  par  cant  In  tha  10  coixitiaa  with 
thagrsalaat  riaa  in  unampk)ymanL* 

Tha  stata  raportlng  statiattca  also 
giva  tha  ImpraMlon  of  a  growing  m- 
vartty  of  chlkl  abusa.  in  aoma  of  tha 
sUtas  hardaat  hit  by  unamploymant 
than  haa  baan  an  alamting  Inciaaaa 
in  raporta  of  sarlousiy  in)u(ad  cNldran 
and  abuaa-raiatad  daaiha.  In  Taxaa. 
for  axampia.  whara  tha  unamploymant 
kval  hu  raoantfy  bagun  to  aacaiata. 
tha  total  raportad  casas  of  child  abuaa 
incraasad  12  par  oant  ov«r  tha  past 
yaar.  During  tha  sama  parted,  tha 
numbar  of  'priority  ona"-^  ilfa- 
thriataning-caaaa  niaa  by  30  par 
cartt 

Ststlstica  Hka  thaia  aaam  to  ln«- 
cata  a  claar  connodten  batwaan  un- 
amploymarrt  and  chlkl  abuaa.  It  la 
imparativa.  howavar.  to  polrrt  out  tha 
Nmltatkina  of  such  data.  WhUa  croaa- 


*Nol«  thai 'rapontd*  CHM  or  cMd  aOuH  M 
not  slwari  an  MCuraH  tatadton  ol  ths  actual 
nuinbars  ol  ctMi;  ntporting  fUn  may  go  up 
or  down  dipandtfig  on  wNN  a  uaod  tM 
daMuon  ol  an  acoaptiM  riaort 
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Uncmploynient 


•  rKognMon  and  ■wvanw*  by  tfw 

oommurWty  M  un«mptoym«nl  Cif» 
riM  with  M  h»tvy  •cooomte  ind  p»y- 
chological  ttratMt  and  th«t  •fforti 
pMmd  to  supporting  iob(tu  ptrantt 
will  pay  off  in  ttM  long  njn  by  produc 
ing  haaRhiar  (amiHat  and  maintaining 
ttrongar  oommurtftiaa.  « 
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The  loss  of  &€lf-€8teem/econ^inic  power, 
and  social  status  that  comes  with  unemployment 
can  Jead  to  depression  and  family  conflict. 


-  Mctional  gtudtw  and  itaUstical  com- 
p^rttom  pnMdc  som*  •vSdaoo*  01 
M0oa«tion  bwtwmn  ttm  two  ph*- 
.  npmana.  tt«y  do  not  provida  •vKtenea 
of  cauMUty.  n  it  poMib<«.  for  examplt; 
M  Bom  unaiamiosd  vmnabt*  ooo- 
/i«ct«4  jrth  bo(^  trw  mckiano*  of 
abuw»  •nd  th«  lcv«(  of  unsmpioymtri 
msy  account  tor  th*  tmodauon. 

TrwM  comparisons  alao  prwot 
•cm*  mconaissandw  that  go  un«x> 
pialnad.  For  inttanoa.  vvtitia  tho  chM 
abuM  rapor^i  lor  Wtyna  County  lr>- 
ciaaaad  by  morw  than  ona-tNrd  dur> 
Ing  l961-«2.  m*  numbar  of  raporlad 
casoa  lor  iha  antif»  itata  of  McMgan 
wnaJnad  at  (ts  ptwloua  yaa/'a  lawal. 
Slnoa  MJcNgan  ««•  ouftanng  from 
tha  highaat  dagrM  of  unamploymam 
in  tha  country,  ctwid  cbusa  raports 
nvght  ba  axpactad  to  hav«  incfaaaad. 
AJao.  wMia  tfw  10  Wiaconain  countiaa 
with  tba  graaiaii  unamploymam 
afx^tvad  an  avaraga  Inciaasa  of  123 
par  cant  In  child  abuaa  raponir>g,  ona 
of  thaaa  coufitiaa  actuaity  thowad  a 
42  par  c*nt  dacraaaa.  and  wttiia  0  of 
tha  10  Wiacorwn  oounttaa  with  tha 
graatati  (>ac//na  in  unamploymanl 
also  ihowad  ■  dadina  in  raports  of 
child  abiisa.  2  o(  thoaa  counllat 
showad  ■  tubttanttal  incraaaa  in 
ibuaacasaa.^ 

An  mvaaiigatJon  conductad  In  ttto 
aoutham  CaJH^rnU  oountiaa  has  of- 
farad  an  axamp4a  of  a  mora  rtgortxjs 
laoaaich  daaign  and  has  provtdad  a 
mora  conciusiv*  itatamant  about  tha 
raUtttnshIp  batwaan  unamploymarrt 
and  child  abuaa.ii  Tha  study  tastad 
tha  hypothaais  that  undaairabia  aoo> 
fna^  changa  laadt  to"  mcmsad 
child  maitraatmant  Chingaa  In  work 
ffjfo$  ita0  nasm  th«n  unamptoymam 
rstat  wart  uiad.M  lha  Indlcttor  of 
ooonomic  strsat:  data  WW*  axamlnad 
ov«r  a  30-monih  parted;  arvi  adsquata 
oontfoiB  (or  othar  varlablaa  w«i«  kv* 
dudad  Analytia  of  th«  data  rmM 
that  a  dacUna  In  wo(1(  toroa  stza  waa 
•igniftcan^  raialad  to  ivpontd  chfld 
•buaa  In  two  m«trDpoMtan  commune 
tias  and  that  Vtoaasaa  In  chHd  abuaa 
ara  pracadad  by  ptflods  of  high  )ob 


Thasa  groups  assist  mambars  to  find 
work  and  to  dasl  with  thair  amotional 
strass.*'  In  tha  sama  community  a 
of  churchas  aponsors  sn 


Icsa."  Tha  tnvasttgaton  cautionad  thai 
air^  lf>is  was  tha  first  study  of  Its 
kin^i,  the  r%Mjlts  may  not  offar  ada- 
quaia  gulderKc  for  social  policy. 

A  signrftont  Insight  |yo»*'<><<  t>y    Unamptoymcnt  Rally  to  aid  local  poo- 
noma  Of  tha  raaaairh^iatas  b  frian    pte  who  ara  out  of  work. 
t^TQtJajjafttjt.t'y"  amptoymant  to 

a»Jtwi  ■ctuK  unfrfitoMiwtUtnitJL 
npucfiotaouThat  is,  strass  rslatad  to 
raceht  )ob'  bat  may  b*  tr>o(%  ctoaafy  |j 
Unkad  to  rrt«!tr«atmant  than  tha  arv 
during  oondltton  of  unamploymanL 
T?>la  nndlng  could  account  for  tha 
constant  Itval  of  raporlad  abusa  caaaa 
in  Michigan,  whara  unamptoymant 
has  lakan  on  a  somawhat  cfvontc 


What,  thaa  can  ba  oonchidad  about 
tha  raiabonahip  batwaan  child  abuaa 
and  unamploym4nt7  As  of  now,  at^ 
though  thara  Is  good  avidanca  of  a 
curialation  bstwaan  tfw  two  and  soma 
awtoanca  of  causality.  It  is  not  posaiWa 
to  ba  pradaa  about  tha  machanisms 
at  work.  Thar*  is  a  naad  (or  (urthat 
cfsMy  aasignad  iowastigattons. 

Assltlanc* 

Supporth«  and  prsvantiva  afforts  for 
unamptoyadparantsandihaiffamlBsa 
naad  not  wall  for  mora  raaaarch  data, 
ho««var.  Tha^  avidartoa  is  alraady 
strong  snbugh  that  unamptoyad  fartv- 
lliaa  ara'  at  high  rWt  lor  chlkJ  ma^ 
traatrDanl  (awi.  though  moat  foblaas 
paranta  nawar  achjafly  rsaort  to  abuaa 
and  rtagiad).  Cortwnunltlaa  naad  to 
gaar  up  thair  asalstano*  to  auch  (am- 
Waa,  partietjiarty  in  araaa  wtwa  thara 
la  a  high  ktddanoa  of  raoant  |ob  toaa. 
In  hait]*htt  commuiltiaa  corwraaa  a^ 
atstanoa  such  at  una(Ti|)toyrria(it  ban^ ' 
IKt,  food  itKnpi^  food  pantrtaa,  tntf 
similar  programs  ara  aaaanbaL 

Of  primary  Importanoa,  too,  ara  af- 
(bna  auch  at  WMialp  and  aupport 
natworttt  atmad  at  radudng  tha  laota- 
tton  arMl  paychotogical  burdan  of  urv 
amptoyad  paranli.  In  ona  larga  mabo- 
poUtsn  ana.  for  axampia,  a  local 
church  tpor^aora  saif-halp  groups  tor 
{obiaaa  marnbars  of  Its  oongragatlori. 


Union  natworka  ara  anofhar  aoutoa 
of  hafp  tor  urwnpioyad  vrbrkarv. 
Union  aocW  aantoa  oorTMTiittsai^  auch 
aa  ttioaa  of  ew  Amatgamalsd  Ctoth- 
Ing  and  TaxtUa  Mbrttara  Union,  fur. 
niih  Mormatlon  and  lalamf  to  nanv 
ban  at  ttta  ttma  of  layoff  and  tactttala 
dliact  oounaaMng  to  workara  daaling 
with  tfw  tnuma  of  unamploymanc 
Union  community  aarvloa  faprtaanta* 
ttMS  and  cstninlno  programs  ara  ax* 
ampiaa  of  ofhar  union  laaouroas  thai 
daai  wt9i  unampioynianL 

Vffta:  la  moat  importMit.  parhapa.  la 
YoonOnuad  on  pi^  »j 


BEST  COPY  AVAILABLE 


33 


-  -■-   334   -   r-- 

Senator  Grassley.  Thank  you  very  much. 

Mr.  Sherman.  ,        ^  ^       t^.  t 

Mr.  Sherman.  Thank  you,  Senator.  On  behalf  of  Camp  Fire  I  am 
pleased  to  be  with  you  today.  ,  ,  . , ,      ,  u-u 

No  other  domestic  issue  is  less  understood  and  hidden  than  cniid 
and  adolescent  abuse  and  maltreatment.  There  exists  a  tremendous 
public  misunderstanding  of  the  nature  and  scope  of  the  crisis,  to  ^ 
the  extent  that  insensitive  attitudes  and  inadequate  programs 
often  result. 

I  cannot  help  but  call  to  your  attention  one  recent  and  untortu- 
nate  example  of  such  callousness.  Just  last  week,  Senator,  in  the 
Senate  Judiciary  Committee,  of  which  you  are  a  member,  it  was 
noted  and  widely  publicized  that  the  nominee  for  one  of  our  Na- 
tion's most  important  and  influential  youth  positions  advertised, 
''Have  You  Slugged  Your  Kid  Today,"  on  his  automobile  buniper. 

When  questioned,  the  nominee  claimed  it  was  a  joke.  I  believe 
that  millions  of  Americans— and  I  hope  you  also— would  fail  to  see 
the  humor  in  that.  I  am  sure  the  over  1  million  children  who  every 
year  are  physically,  sexually,  and  emotionally  abused  would  also 
find  it  no  laughing  matter.  .r  .i.  u 

If  the  public  could  just  see  these  children  as  I  have,  if  they  could 
see  the  4-year-old  who  has  been  beaten  and  sodomized  by  his  moth- 
er s  boyfriend,  or  a  teenage  girl  at  the  door  of  my  runaway  shelter 
in  a  prom  dress,  blood  pouring  down  her  face  after  being  attacked 
with  a  high  heel  shoe  by  her  alcoholic  mother  just  for  coming  home 
late;  if  the  public  could  see,  ti^ey  would  begin  to  realize  how  vulner- 
able and  victimized  our  children  really  are.  .  '       ^-  ^. 

There  is  little  to  laugh  about  in  the  following  sobering  statistics: 
In  1981,  851,000  reported  cases  involving  1.3  million  children  took 
place*  over  7  percent  involved  sexual  abuse.  One  woman  in  every 
five  reports  being  sexually  abused.  The  average  age  of  abused  or 
neglected  children  in  this  country  is  IV2.  For  the  age  group  of  zero 
to  5  years  old,  which  makes  up  28  percent  of  the  population,  they 
account  for  74  percent  of  all  abuse  fatalities,  which  there  is  esti- 
mated to  be  as  many  as  4,000  a  year. 

There  are  over  200,000  children  molested  each  year.  Abuse  cases 
reports  double  each  year.  And  it  happens  to  boys  as  well  as  girls, 
with  the  majority  of  adolescent  abuse  cases  involving  boys,  in 

excess  of  75  percent.  ,      ,  .  .  -^.u 

The  effects  of  child  abuse  are  profound  and  interwoven  ^ylth  a 
variety  of  society  s  ills.  Seventy  percent  of  all  runaways  are  victims 
of  sexual  abuse.  Fifty-five  percent  of  all  juvenile  offenders  have 
been  sexually  abused.  And  victims  of  abuse,  as  you  well  know,  are 
more  likely  to  become  adult  offenders  and  to  abuse  their  own  chil- 

^'^Seventy-five  percent  of  all  prostitutes  have  been  sexually  abused 
as  children.  Abuse  of  children  and  adolescents  is  a  complex  prob- 
lem related  to  other  issues  confronting  the  American  family.  Obvi- 
ously, unemployment  is  one  vivid  example.  Child  abuse  has  risen 
10  percent  in  the  past  year,  and  unemployment  is  clearly  one  ot 

the  major  factors.  ,      ,      .  •  r   x  u  ^ 

Certain  other  factors  are  considered  as  triggers,  factors  such  as 
financial  problems,  being  unable  to  find  work,  low  self-esteem,  con- 
fusion about  role  within  the  family.  And  with  more  than  30  million 


340 


335 


Americans  living  below  the  poverty  level,  the  highest  in  16  years, 
there  is  every  expectation  that  even  more  children  will  become  vic- 
tims of  abuse. 

Camp  Fire  has  a  long  history  of  involvement  in  child  abuse  pre- 
vention and  education.  As  you  may  be  aware,  Camp  Fire  is  a  na- 
tional organization  founded  in  1910;  its  purpose  then,  as  it  is  now, 
is  to  provide  through  a  program  of  informal  education  opportuni- 
ties for  youth  to  realize  their  potential  and  to  function  effectively 
as  caring,  self-directed  individuals,  responsible  to  themselves  and 
others,  and  as  an  organization,  to  seek  to  improve  those  conditions 
in  the  society  which  affect  young  people. 

I  would  like  briefly  to  share  with  the  committee  some  of  the  cur- 
rent, important  child  abuse  projects  Camp  Fire  is  engaging  in,  and 
then  to  give  a  short  summary  of  our  legislative  recommendations 
to  the  committee. 

Camp  Fire  is  operating  a  variety  of  national  programs  designed 
to  provide  self-reliance  to  young  children.  One  of  them — I  can  do 
it — has  helped  18,000  boys  and  girls  every  year  feel  more  secure 
and  less  vulnerable  when  they  are  alone  at  home  or  away  from 
home  and  their  family. 

Another  national  program  that  we  have  been  operating  is  called 
caution  without  fear,  resulting  from  the  Atlanta  murders.  This  pro- 
gram is  designed  to  offer  role-playing  opportunities  for  children  to 
learn  to  be  alert  and  to  be  aware  without  being  fearful.  Over  160 
Camp  Fire  Councils  around  the  country  are  operating  that  pro- 
gram. 

Camp  Fire,  as  you  also  may  be  aware,  serves  over  one-half  a  mil- 
lion boys  and  girls,  with  120,000  volunteers  in  over  35,000  commu- 
nities in  this  country.  We  also  offer  a  program  called  I  am  safe  and 
sure,  which  is  a  crime  prevention  program  designed  to  help  chil- 
dren in  kindergarten  and  first  grade  recognize  potentially  danger- 
ous situations  and  respond  calmly  and  wisely. 

Recently  we  have  developed  a  resource  packet  called  Community 
Education  for  Healthy  Parenting.  The  packet  includes  materials 
and  suggestions  on  how  local  communities  can  combat  child  abuse. 
Of  our  local  councils,  125  have  reported  implementing  programs  to 
educate  about  child  abuse;  55  percent  or  160  of  them  have  advocat- 
ed reduced  child  abuse,  and  many  local  programs  have  resulted 
from  this  activity. 

Just  briefly,  the  legislative  recommendations  are:  First,  Camp 
Fire  actively  supports  the  reauthorization  of  the  Child  Abuse  Pre- 
vention and  Treatment  Act. 

We  believe  that  the  Federal  Government  must  maintain  its  com- 
mitment to  attacking  this  problem.  As  budgets  get  tighter  at  the 
local  level  as  a  result  of  economic  conditions.  State  and  local  gov- 
ernment look  to  the  Federal  Government  for  direction.  Without  a 
commitment  at  the  highest  level  of  government.  State  and  local 
government.*:'  may  retreat  from  their  efforts  at  the  local  level. 

Although  Camp  Fire  child  and  sexual  abuse  programs  are  con- 
ducted Uoually  without  the  aid  of  Federal  funds,  it  is  impossible  jto 
assume  that  private  support  can  fill  the  gap  left  by  the  elimination 
of  public  support.  And  this  statement  comes  from  an  organization 
whose  backbone  is  built  on  volunteers. 
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Second,  in  terms  of  funding  leyel,  Camp  Fire  activities  and  pro- 
grams are  directed  by  a  set  of  guiding  principles.  I  would  like  to 
insert  a  copy  of  these  in  the  record  at  this  time. 

In  the  context  of  these  principles,  we  are  proud  to  join  numerous 
other  child  care  organizations  in  support  of  S.  572,  the  child  surviv- 
al bill.  Embodied  within  that  bill  is  the  recommendation  that  the 
child  abuse  and  prevention  program  should  receive  $30  million  in 
funding. 

Although  this  figure  may  appear  to  be  a  substantial  increase 
over  previous  years  of  funding,  we  believe  that  this  amount  is 
needed  to  adequately  address  the  problem.  As  economic  conditions 
have  worsened,  so  have  the  incidents  of  child  abuse  and  sexual 
abuse. 

We  simply  cannot  turn  our  heads  from  this  fact,  and  we  must 
respond  to  the  situation.  If  we  fail  to  respond,  we  will  have  millions 
of  young  people  who  have  reached  adulthood  permanently  scarred 
by  those  earlier  incidents. 

Third,  in  regard  to  the  length  of  the  reauthorization,  we  would 
recommend  that  the  program  b?  reauthorized  for  at  least  4  years. 
This  would  provide  stability  for  the  program,  and  it  would  allow 
for  the  development  of  prevention  techniques.  Any  shorter  length 
of  time  would  not  allow  for  a  systematic  approach  to  the  problem. 

Fourth,  in  regard  to  the  direction  of  the  act,  one  of  the  guiding 
principles  of  Camp  Fire  is  to  insure  that  all  children  and  youth 
have  access  to  physical  and  mental  health  care  ser/ices,  which  are 
responsive  to  individual  needs  and  are  of  high  quality  and  have  a 
focus  on  prevention  and  health  maintenance. 

Therefore,  we  recommend  that  a  substantial  portion  of  the  fund- 
ing provided  to  the  program  be  targeted  to  prevention  and  increas- 
ing the  quality  of  care.  If  the  Federal  Government  is  not  willing  to 
risk  developing  techniques  and  expertise  in  the  development  of  pre- 
vention programs,  the  local  government  will  surely  not. 

We  must  do  more  in  the  area  of  prevention;  otherwise,  our  ef- 
forts will  be  merely  applying  the  bandages  after  the  fact. 

These  are  general  recommendations  for  the  reauthorization  of 
the  act.  Camp  Fire  is  thankful  for  the  opportunity  to  be  here  t^oday. 
And  I  v/ould  be  happy  to  respond  to  any  questions. 

[The  prepared  statement  of  Mr.  Sherman  and  the  Camp  Fire  set 
of  guiding  principles  referred  to  previously  follow:] 
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AN  EQUAL  OPPORTUNITY  EMPLOYER 


338 

r\r.  LiMii  Kifi  .Hid  nieiiitjer«j  of  X*h:  iubcoiuni  ttee ,  On  behalf  of  Camp  Fire  I 
«uj1J  11^  5-'  Lu  tfiiink  vtjii  tor  the  opiJorLurii  ty  to  testify  before  you  on  the  re- 
autnorizution  of  the  Child  Abuse  Pijvention  and  Treatment  and  Adoption  Reform 
Act.    However,  before  I  speak  to  this  ftsue,  I  would  like  to  briefly  tell  you 
A  liLfle  ciOuut.  >.an;p  FirL\  Inc.  ,  our  ex{  .-rience  in  cfiild  and  sexual  abuse,  and 
iric  t^ac^(J round  fur  our  r    oiunenda Lions. 

Coii.p  Mre  i'j  ii  noi-for-prof  1 1.  nat   ^nal  ortjani zdticn  that  was  founded  in 
1910.     It'j  pur'pobe  ther     js  it  iL  now,  is  to  provide,  through  a  program  of 
int(jr;;ul   .jucjLion,  oppurt uniti'^^.  for  youth  to  ."ealize  their  potential  to 
•iiL':;.'-.'iM ve>  ^nd  to  others;  end  os  an  organization  to  seek  to  improve  those 
cundilion'j  in  '^uciety  wni^h  affect  youth. 

' ^oday ,  L  lure  ure  over  300  councils  chartered  by  Camp  Fire,  serving  a 
1 1 -lii  I  1 1  un  yujfi';,  i>eople  in  neai  .y  3!>,000  urban,  rural,  and  suburban  com- 
i.ujm  1 1 ..' . .     Ih"  [-Milo'joprnei  and  Vrilues  of  Camp  Fire  are  «ys  timely  today  as 
lut.-y  .vt.tu  riL'jr  iy  a  cenlury  aijo,  L-ul  the  programs  and  priorities  within  Can:p 
f'M'c  n.ivf  ,'i.iii'jt;d  ovtvr  Lne  yotir'. ,  rcfltictfng  the  changing  world  we  live  in. 
t\:  '.olmI  cO'mJi  tiofi'^  tmvu  a  1  l.t."i.'d ,  Cai.ip  Fire  has  responded  with  prograr.js  . 

Lh'id  lioj^'j*  tut*  i  ii'^Lan^ii' ,  ! nuf.  j  new  problem,  jnd  Camp  Tire  has  a 
Uyii ,  rn.luty  :  nvu  1  VLi.eriL  in  child  jbuse  programs.  Uut  recent  economic 
Juwn'.jrM'j  !  n  o.jr"  nation  nave  iiiatjiiifiod  tne  problem  of  child  abuse  into  a 

"iriu  .latisLic.  on  ^.nild  abu'^o  are  shocking.     In  19ai,  351,000  cases 
(tivjiviri'j  dti  L*itii  jLt.'d  1.3  lull  lion  Children,  were  reported.    And  those  are 
ju\j  ifi'.-  reporLc'J.caso'j.    Seven  perci.'nL  of  those  cases  involved  sexual 
t.L'-.>i'i.',;       dull'',  lo  Lilt.  uL-ouL  ^zuaujI  aUuse,  or  even  think 

■>.»  :.:jjL'  '.tciLii.L^'i  are  even  n.ore  shocking. 
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One  wcc'.an  in  five  reported  being  sexually  abused  as  a  child,  according  to 

a  survey  of  college  students. 
--  2'6  percent  of  college  females  said  they  had  sexual  relations  with  an 

jault  prior  to  thj  age  of  13,  according  to  another  survey  of  college 

feiv^les.    Only  6  percent  of  those  cases  were  reported  to  authorities. 

200,000  Lj  300,000  fen'-jle  children  are  molested  every  year  in  the  United 

Stdtes,  according  to  estimates  by  the  American  Humane  Association. 
--  Every  year,  the  number  of  reported  sexual  abuse  cases  doubles,  according 

to  the  New  York  Society  for  the  Prevention  of  Cruelty  to  Children. 
Tne  figures  t?re  unacceptably  high,  and  it's  anybody's  guess  how  many 
cases  GO  unreported.    It  is  unacceptable  when  even  one  twelve-year-old  girl 
li  dtrdid  to  go  hor.iej  afraid  of  what  might  happen,  wondering  if  tonight  will 
KiV.  unL*  uf  tfiuse  nights  when  her  father  gets  drunk  and  abuses  her. 

And  girls  are  not  the  only  victims  of  sexual  exploitation.    Boys  are 
victi!i!j/ed,  too,  and  one  researcher  goes  so  far  as  to  say  that  boys  and  girls 
dre  equdlly  at  risk.    One  5e>  abuse  hotline  totalled  up  all  its  calls  for  a 
month  and  found  they  had  twice  as  many  boys  as  girls  calling. 

Sexual  abuse  can  and  does  take  the  form  of  exhibitionism,  fondling, 
nugrjing,  and  kissing  in  a  sexual  manner,  masturbation  and  vaginal,  oral  and 
dnal  intercourse.    Sexual  abuse  in  also  physical  abuse  and  mental  abuse  of  our 
children  and  adolescents.    Physical  effects  may  include  cuts,  bruises,  in- 
juries to  the  genital  area  and  venereal  disease  in  young  children.  Other 
effects  mdy  include  thunb-suck ing  and  even  multiple  personalities.    If  a 
child  cdrmut  bear  the  abuse,  she  will  wipe  it  from  her  consciousness  by 
UiiCOdiincj  sortiebody  else. 

The  off^cti  of  child  abuse  are  profound  and  are  interwoven  with  many 
other  aspects  of  society's  ills.   Jhe  consequences  of  abuse  and  exploitation 
liOHit  uul  the  cutuplexity  of  the  problem. 
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/O  porcenL  of  dll  runjwdy;.  are  victims  of  sexual  abuse.    They're  running 
dwjy  from  the  problems  at  home  and  straight  into  the  problems  of  the  street 
Malnutrition,  drug  abuse  and  other  serious  r.iedical  disorders.    They  rdfcly 
rufer  thei;ii>elveG  for  help.    Some  see  suicide  as  the  only  way  out. 
^jb  pt-'rcent  of  dU  juvenile  offenders  have  been  sexually  abused.  Victims 
of  abuse  are  more  likely  to  become  adult  offenders,  too,  and  to  abuse 
tneir  own  children  when  they  become  parents. 

75  percent  of  all  prostitutes    have  been  sexually  abused  as  children. 
The  abuse  of  children  and  adolescents  is  a  complex  problem      one  that 
is  directly  related  to  other  pressing  issues  confronting  the  American  family. 
Perhdps  forenost  among  those  issues  is  unemployment.    Child  abuse  has  risen 
ten  percent  in  the  past  year,  and  unemployment  is  a  major  reason,  according 
to  iht'  iltiLioridl  Coiimiittee  for  the  Prevention  of  Child  Abuse.    Certain  factors 
are  con^.iderc>d  "trigijers"  for  child  abuse  --  such  factors  as  financial  problems, 
beifuj  unatile  to  find  work,  low  self-esteem,  confusion  about  the  role  a  person 
plays  in  the  fdniily.    Obviously,  all  those  "triggers"  are  .>resent  in  a  family 
Where  the  wage  earners  cannot  find  work,  and,  in  fact,  are  giving  up  hope  of 
trver  fitidintj  work.    With  more  than  30  million  Ajiiericans  living  below  the 
povLTty  level,  the  highest  number  in  16  years,  there  is  every  expectation  that 
even  ^iioru  children  will  become  the  victims  of  abuse. 

The  physical  and  mental  health  of  children,  youth  and  families  have  been 
priorities  for  Camp  Fire  since  its  inception  in  1910.    Camp  Fire's  youth 
development  and  prevention  programs  have  addressed  the  problems  of  children, 
including,  child  abuse,  in  a  variety  of  creative,  responsive  ways,  without  the 
did  of  federal  funds. 

For  exdhiplc.  Camp  Fire  has  several  self-reliance  programs  that  help 
children  to  learn  to  respect  themselves  and  do  things  for  themselves. 
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--  fne  "1  Cdii  Jo  U"  ijroijran  hd*;  helped  over  18,000  boys  and  girls  across  the 
cuuntry  feel  more  secure  and  lesb  vulnerable  at  home  and  away  from  home. 

--  Trie  'Cjution  Without  Fear"  program  was  des^eloped  in  response  to  the 

mu'-ders  of  children  in  Atlanta.    Using  role  playing,  children  learn  to  be 
alert  and  aware  without  being  tearful  of  every  new  situation  or  person  they 
encounter. 

--  A  new  program  called  "I'm  Safe  and  Sure"  is  scheduled  for  publication  this 
suiiiner.    It's  a  crime  prevention  progran  designed  to  help  children  in 
kindergarten  and  first  grade  recognize  potentially  dangerous  situations 
and  respond  calmly  and  wisely,  whether  by  using  the  telephone  to  get  help 
or  by  sumioning  the  police  or  trusted  family,  friends,  and  neighbors. 
In  1981  Camp  Fire  provided  to  all  its  member  councils  a  child  abuse 
resource  packet  called  "Connunity  Education  for  Healthy  Parenting."    The  packet 
included  informational  materials  and  suggestions  on  how  councils  could  help 
combat  child  abuse  in  their  communities.  .  Many  local  programs  resulted  from 
the  priority  placed  on  the  issue  by  the  national  Camp  Fire  organization. 

One  local  Camp  Fire  program  which  specifically  addresses  the  issue  of 
sexual  child  abuse  is  "Myself  and  Hy  Family,"  developed  by  the  Yakima  Valley 
Council  of  Camp  Fire  in  Yakinial  Washington.    The  program,  which  won  the  out- 
standing protjraii:  award  from  the  national  organization,  was  developed  in 
cooperation  with  the  Central  Washington  Comprehensive  Mental  Health  Associa- 
tion, the  Fdi.iily  Violence  Resource  Center  in  Yakir.ia  County,  and  the  child 
abuse  contf.iittee  of  the  state  Parent-Teacher  Association  (PTSA).    Local  college 
sLudenis  v/ere  also  involved  as  perfomiers  in  skits  that  are  part  of  the 
program. 

Groups  ranging  from  aye  6  to  adult  participate  in  role  playing  and  dis- 
cussions.   While  the  actual  content  of  the  program  is  adapted  to  the  age 
level  of  the  audience,  all  sessions  explain  that  touching  is  part  of  life 
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.jriJ  liKir.  luvn>  'jouJ  luucliirMj,  bad  touch iny,  and  confusing  touching.  Children 
\irn  tridt  ineir  bodies  are  Lheir  own  and  thjt  if  they  are  touched  in  a  way  they 
donU  W^^,  they  have  a  right  to  say  "no,"  a  right  to  talk  about  it,  and  a  right 
10  (isx  for  help. 

Thi  cunLOpt  of  good  touch/bdd  touch  is  also  at  the  center  of  the  Child 
Sexujl  Victim zdtion  Project  of  the  Central  Massachusetts  Council  of  Camp  Fire 
in  Worcester.    Tne  project  was  developed  in  cooperation  with  the  local  Rape 
Crisis  Progrdi;)  and  the  Worcester  Area  Comnunity  Mental  Health  Center,  which 
received  a  >9;.q00  grant  from  the  National  Institute  of  Mental  Health  to  fund 
the  prcgrani  f roin  Septei'.ber,  1982,  through  August,  1985. 

Clark  Universit-y  i<  also  involved  in  the  program  and  is  testing  children's 
knowledge  before  and  after  they  participate  in  the  Camp  Fire  project. 

When  two  children  died  as  a  result  of  child  abuse  in  Lewiston,  Idaho, 
the  bacajawea  Council  of.  Canip  Fire  there  began  a  program  called  "Oare  to  Care." 
The  proyrat.i  helps  children  understand  the  difference  between  discipline  and 
abuse  and  the  importance  of  reporting  abuse.    It  also  reassures  children  that 
parents  wtiO  are  reported  for  abuse  do  not  autosiiaticariy  qo  to  jail,  but  can 
be  nelped  by  adults  who  have  special  training. 

The  piiUiraii;  encourages  Camp  Fire  girls  and  boys  to  learn  about  co.;enunity 
ujencies  th^at  deal  with  child  abuse  and  to  raise  money  to  help  combat  child 
abuse.    One  fund  raising  drive  was  for  money  to  buy  a  set  of  anatomically 
correct  dolls  which  are  used  to  help  young  victims  of  sexual  abuse  explain 
to  professionals  what  happened  to  them.    Children  may  be  too  shy,  too  embarrassed 
or  lacking  in  ttife  necessary  vocabulary  to  tell  what  happened,  but  they  can  show 
what  happened,  using  the  dolls. 

The  Sucuawea  Council  also  received  a  i400  grant  from  the  Pot latch  Corpora- 
tion to  establish  a  child  abuse  I'esource  center  with  books,  pamphlets,  and  audio- 
visual iiicjLerials  available  for  use  by  the  entire  coiiJiiuni ty , 
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Several  other  councils  have  conducted  fonms  in  their  coninanities,,  often 
in  cooperation  with  other  corimunity  agencies. 

:     LEGISLATIVE  RECa^ENDATIONS  FOR  REAUTHORIZATION. 
OF  THE  CHILD  ABUSE  AND  PREVENTION  ACT 

1.  Support  of  Reauthorization  ''^ 

Camp  Fire  supports  the  reauthorization  of  the  Child  Abuse  Prevention  and 
Treatment  Act.    We  believe  that  the  federal  government  must  maintain  its 
commitment  to  attacking  this  serious  problem.    As  budgets  get  tighter  at  the 
local  level  as  a  result  of  economic  conditions,  state  and  local'  governments 
look  to  the  federal  government  for  direction.    Without  a  commitment  at  the 
highest  level  of  government,  state  and  locai  governinents.  may  retreat  from 
their  efforts  at  the  local  level. 

Although  Camp  Fire  child  and  sexual  abuse  proc;rdms  are  conducted  usually 
without  the  aide  of  public  funds,  it  Is  ridiculous  to  assure  that  private 
support  can  fill  the  gap  left  by  an  etimi nation  of  public  -.iupport.    And  this 
statement  comes  from  an  organization  whose  backbone  is  built  on  volunteerism. 

2.  Recommended  Funding  Level 

Camp  Fire  activities  and  progran;s  are  directed  by  a  s<il  of  guiding 
principles.    I  would  like  to  insert  a  copy  of  these  in  the  record  at  this  time. 
In  the  context  of  these  principles,  we  were  proud  to  join  numerous  other  child 
care  orgen^zations  in  support  of  S.  S72.  the  Children's  Survival  Bill,  Em- 
bodied within  that  bill  is  the  -ecommendation  that  the  Child  Abuse  and  Pre- 
vention Prcgram  should  receive  >30  million  in  funding.    Although  this  figure 
may  appear  to  be  a  drastic  increase  over  previous  years  of  funding,  we  believe 
that  this  amount  is  needed  to  adequately  address  the  problenj.    As  economic 
conditions  have  worsened,  so  have  the  incidents  of  child  abuse  and  sexual 
abuse.    We  simply  cannot  turn  our  heads  to  this  fact;  we  must  respond  to  the 
situation.    If  we  fail  to  respond,  we'll  have  thousands  and  millions  of  young 
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cnildron  who  ruve  rLMched  aduUhood  pemwnently  scarred  by  those  earlier 
incidents. 

3.  Lonqth  of  Reauthorization 

Z^w^  Kire  would  reconnend  that  the  program  is  authorized  for  at  least  four 
yedrs.    Thi!.  would  provide  stability  for  the  program  and  it  would  allow  for 
the  development  of  prevention  techniques.    Any  shorter  length  of  time  would 
not  dllow  for  a  systematic  approach  toward  the  problem. 

4.  Direction  for  the  Act 

One  of  the  guiding  principles  for  Camp  Fire  is  "to  ensure  that  all  children 
dnd  youth  .  .  .  have  access  to  physical  and  mental  health  care  services  which 
are  responsive  to  individual  need^,,  are  of  high  quality  and  have  a  focus  on 
prevention  and  nejlth  maintenance  "    Therefore*  we  would  recc-imend  that  a 
'.ubstJntul  portion  of  funding  provided  through    the  program  is  targeted  to 
prevention  and  increasing  the  quality  of  care.    If  the  federal  government  is 
not  willing  to  risk  developing  techniques  and  ejtpertise  in  the  development  of 
prevention  procjrains.  the  local  government  surely  will  not.    We  must  do  more 
in  the  area  of  prevention,  otherwise  our  efforts  will  be  merely  applying  the 
bandages  after  the  fact. 

These  are  general  recommendations  for  the  reauthorization  of  the  Act. 
Camp  Fire       ihankful  for  having  the  opportunity  to  present  our  views  before 
the  subcommittee.    We  U.r.'J  ready  to  assist  the  subcommittee  in  its 
deliberations  on  this  important  issue. 
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1725  K  Street,  N  W  ,  Suite  1211  Washtngton.^  C  20006  /  {202i  659-056 
OROWtNG  WITH  YOUNG  PiOfie  FOR  72  YEARS 


Camp  Fire's  Guiding  Principles 


In  order  to  carry  out  its  purpose  Camp  Fire  will  strive  to  ensure  tnat  all 
chi Idren  and  youth: 

0  are  cared  for  and  loved,  and  have  the  opportunity  to  learn,  grow,  play, 
make  friends  and  find  a  meaningful  life  experience. 

0  have  ddequate  food,  shelter  and  the  basic  necessities  essential  to  their 
survival  and  healthy  development. 

0    live  in  an  environment  free  of  prejudice  and  stereotyping  on  the  basis 
of  race,  sex,  income  level,  disability,  religious  beliefs  and  country  of 
origin. 

0    experience  supportive  relationships  with  adults  who  act  as  models,  men- 
tors and  leaders  during  their  lives  and  especially  during  critical  peri- 
ods of  development. 

0  have  educational  opportunities  which  encourage  full  mental,  physical  and 
social  development  and  which  are  responsive  to  individual  needs,  includ- 
ing those  of  children  with  mental,  physical  and  social  disabilities. 

0  have  access  to  physical  and  mental  health  care  services  which  are  re- 
sponsive to  individual  needs,  are  of  high  quality  and  have  a  focus  on 
prevention  and  health  maintenance. 

0    have  opportunities  to  participate  in  deciding  the  present  and  future 
directions  of  their  lives  through  involvement  as  partners  with  adults  in 
meaningful  roles  in  the  family,  school,  religious  community,  social  in- 
stitutions, conmunity  and  nation. 

0  have  opportunities  to  learn  values  and  skills  which  will  make  for  life- 
long satisfaction  in  the  workplace  and  opportunities  to  make  a  meaning- 
ful contribution  to  society. 

0    live  in  a  society  which  nurtures  positive  social,  values  and  democratic 
ideals  and  which  assures  personal  freedoms. 

0    experience  a  world  where  there  is  a  balance  between  environmental  con- 
cern and  technological  development  and  where  there  is  ample  opportunity 
for  inspiration,  recreation  and  education  in  the  out-of-doors. 

0  have  leadership  from  government  at  all  levels  which  keeps  their  needs 
and  interests  at  a  high  priority  and  addresses  those  needs  and  interests 
in  a  responsive,  positive,  developmental  manner. 

In  Camp  Fire's  efforts  in  behalf  of  children,  youth  and  their  families,  the 
organization  will  work  with  public  and  private  organizations,  institutions 
and  individuals  to  ensure  the  full  implementation  of  these  guiding  principles. 

1  983  AN  EQUAL  OPPORTUNJir  EMPLOYER 
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Senator  Guasslky.  Thank  you,  Mr.  Sherman.  Let  me  say  to  Fran- 
cine  Vecchiolla  that  Senator  Dodd  could  not  be  here  to  introduce 
you,  but  had  this  statement  he  wanted  me  to  read  for  the  record. 

Mr  Chairman,  it  is  with  great  pride  that  I  introdace  Francine  Vecchiolla.  She  has 
helped  make  the  child  abuse,  prevention,  and  treatment  program  in  Connecticut  a 
notable  example  for  other  states  to  follow.  ^ 

Her  work  in  attracting  support  from  the  private  sector  is  especially  commendable, 
having  reached  the  attention  of  the  House  Subcommittee  on  Select  Education  two 
years  ago.  She  has  come  to  testify  here  today,  even  though  she  must  thereby  miss 
an  important  event  in  Connecticut  to  kick  off  Connecticut  s  observance  ol  Lhild 
Abuse  Prevention  Month. 

I  thank  her  for  coming  to  enlighten  us. 

And  we  thank  you  for  that.  But  before  you  proceed,  I  want  to 
also  state  to  Dr.  Palmer  that  I  do  not  think  Senator  Hatch  is  gomg 
to  be  able  to  come  here.  He  sends  his  apologies  for  not  being  here. 
And  he  wanted  me  to  express  to  you,  too  the  fact  that  he  appreci- 
ates your  participating  in  this. 

Would  you  go  ahead,  Francine. 

Ms.  Vecchiolla.  Yes.  My  thanks  to  Senator  Dodd  for  that  lovely 
introduction.  t      ,  i-i  t 

You  know,  each  time  I  talk  about  child  abuse  I  feel  like  1  am  on 
a  racehorse  bocause  there  never  seems  to  be  enough  time  to  tell 
everyone  all  that  we  need  to  consider  when  we  think  about  this  im- 
portant problem.  ^,  ,  ,  i.-  • 
April  is  National  Child  Abuse  Prevention  Month,  nrid  the  activi- 
ty that  1  am  missing  today  is  Connecticut's  kickoff  for  their  obser- 
vance of  National  Child  Abuse  Prevention  Month. 

It  seems  very  important  that  we  be  considering  this  legislation  in 
view  of  that  fact.  Between  1976  and  1981  there  has  been  106  per- 
cent increase  in  child  abuse  reports,  nationwide.  Last  year  child 
abuse  related  deaths  increased.  Many  States  fear  that  child  abuse 
incidents  will  continue  to  rise  as  economic  pressures  faced  by  fami- 
lies, including  unemployment,  increases. 

This  year  Michigan  is  seeing  a  500-percent  increase  in  the 
number  of  middle  income  families  being  reported.  At  least  35 
States  indicate  that  they  are  seeing  more  serious  cases  of  abuse, 
and  the  amount  of  reported  child  sexual  abuse  is  dramatically  in- 
creasing. ^  ,  rr  i.  rr 
Funding  cuts  have  forced  child  protective  services  to  lay  off  stati. 
Therefore,  social  workers  are  carrying  even  larger  caseloads.  With 
fewer  staff  to  handle  increasing  reports  of  child  abuse,  attention  to 
the  children  is  now  prioritized  based  on  severity  of  abuse.  One 
State  said  that  only  reports  of  children  under  age  12  are  being  ac- 
cepted.                                                                _  .  1  rp  i. 

I  urge  you  to  reauthorize  the  Child  Abuse  Prevention  and  treat- 
ment Act  for  4  more  years  and  to  increase  the  support  over  the  $17 
million  requested  in  Senate  bill  1103.  I  would  like  .to  provide  you 
with  some  evidence  of  the  effectiveness  of  this  act.  Consider  that 
only  $6.7  million  was  appropriated  to  the  States  through  this  act 
last  year  And  consider  the  following  examples  of  results  achieved. 

I  know  that  Senator  Grassley  is  knowledgeable  about  the  many 
ways  that  these  Federal  child  abuse  dollars  have  been  used  in  his 
State.  Iowa's  mobile  parenting  library  for  high  schco  students  and 
the  home  visitor  program  are  two  models  that  are  also  being  used 
by  many  other  States. 
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Missouri  has  developed  an  investigation  handbook  which  de- 
scribed the  step-by-step  procedures  which  State  socialworkers  are 
to  use  when  investigating  child  abuse  reports.  This  handbook  will 
make  it  possible  for  Missouri  child  protection  staff  to  improve  serv- 
ices provided  to  families  and  children. 

I  spoke  with  my  colleagues  throughout  the  country,  specifically 
in  Maine,  Arkansas,  Texas,  Florida,  California,  and  Massachusetts. 
Each  time  the  story  is  the  same.  That  is  they  wish  you  to  know 
that  the  Child  Abuse  Prevention  and  Treatment  Act  has  made  it 
possible  for  them  to  at  least  begin  to  strengthen  their  child  abuse 
prevention  and  treatment  capabilities. 

I  think  Mary  Carswell  from  Alabama  expressed  our  thoughts 
best  when  she  said,  "We  definitely  miss  this  money  because  it  is 
the  sole  source  for  child  abuse  programing  in  our  State." 

Since  Connecticut  first  qualified  for  these  Federal  child  abuse 
dollars  in  1!)74.  a  unique  and  effective  system  of  community-based 
child  protection  resources  has  emerged.  Connecticut  s  model  system 
of  child  protective  resources  is  based  upon  th^  collaboration  of  the 
public  and  private  sectors. 

The  system  is  made  up  of  a  variety  of  programs,  the  core  ele- 
ments of  which  include  a  multidisciplinary  team,  parent  aid  serv- 
ices, and  parental  self-help  groups.  In  1976  Connecticut  had  only 
one  team  operating  and  serving  11  towns. 

Currently,  there  are  25  teams  serving  150  towns.  During  1982, 
45()  families  received  services  from  these  teams.  Of  the  25  teams, 
only  7  were  seeded  with  Federal  child  abuse  dollars,  and  each  of 
these  grants  was  small,  approximately  $10,000. 

In  1981  an  estimated  $260,000  worth  of  professional  services  werfe 
donated  to  these  child  protection  teams.  In  1977  Connecticut  had 
one  parent  aid  program.  Presently  there  are  18.  During  1982,  51/7 
families  received  services  from  these  programs.  Only  two  of  these 
were  seeded  with  Federal  child  abuse  dollars. 

Parent  aid  services  are  among  the  key  methods  for  keeping  chil- 
dren in  their  own  homes  after  a  crisis.  The  estimated  cost  of  pro- 
viding this  service  for  one  family  for  1  year  is  $1,200.  The  cost  of 
providing  foster  home  care  is  estimated  at  $2,000;  group  home  care, 
somewhere  between  $7,000  and  $12,000  per  child  per  year. 

Although  it  is  not  possible  to  eliminate  the  need  for  out  of  home 
services,  parent  aids  can  significantly  reduce  the  numbers  of  chil- 
dren needing  more  costly  kinds  of  care. 

And,  finally,  Connecticut  has  87  of  the  1,400  Parents  Anonymous 
chapters  which  are  located  throughout  the  country.  In  Connecticut 
we  serve  about  925  families  per  year  through  this  service  at  an 
annual  cost  equivalent  to  $59  per  family.  Parents  Anonymous 
makes  extensive  use  of  volunteers.  The  60  professionals  who  serve 
as  resource  people  to  Connecticut's  87  groups  donated  approximate- 
ly 185,000  dollars  worth  of  professional  time  last  year. 

Although  Federal  child  abuse  money  acted  as  a  catalyst,  the 
$95,000  which  Connecticut  receives  could  never  become  the  sole 
funding  source  for  this  type  of  resource  system.  In  fact,  State  and 
local  funding,  inkind  contributions,  corporations,  and  foundations 
are  each  essential  to  make  the  ongoing  operation  of  Connecticut's 
public-private  resource  system  work. 
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Last  year  Connecticut  received  $100,000  in  State  general  funds 
for  child  abuse  programs.  In  Connecticut  we  are  also  grateful  for 
the  growing  interest  and  support  which  corporations  are  providing 
to  these  programs.  Throughout  the  State  private  sector  funding  has 
increasfco,  both  in  the  number  of  corporations  providmg  fiscal  re- 
sources and  the  amount  of  funds  provided. 

Of  each  program's  funding,  25  percent  is  estimated  to  come  from 
local  sources.  In  order  for  these  public  and  private  partnerships  to 
grow,  there  must  continue  to  be  nationwide  focus  on  child  abuse 
and  neglect.  Sometimes  our  attempts  to  identify  the  indicators  or 
cost  and  program  effectiveness  have  blurred  our  vision. 

As  we  ponder  the  charts  and  graphs  and  contemplate  the  num- 
bers served,  we  lose  touch  with  the  children.  And  as  we  distance 
ourselves  from  them,  the  decisions  we  make  about  policies  become 
very  far  removed  from  the  day  to  day  reality  of  their  powerlessness 
and  suffering. 

At  a  time  when  we  each  feel  that  our  personal  economy  is 
threatened,  we  must  continue  to  preserve  our  sense  of  human  com- 
passion and  caring  for  these  children.  We  can  only  do  that  if  we 
reauthorize  the  Child  Abuse  Prevention  and  Treatment  Act. 

Thank  you. 

[The  prepared  statement  and  additional  material  of  Ms.  Vec- 
chiolla  follow:] 
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Mr,    Cljjirran.    I   j  pp  r  e  t  i  a  t  u   th«   opportunity   to  appenr   before  the 
aenbers   of   thia   subconaittee   concerning   the   reauthorization  of"  the 
ChilJ  Abuae   Prevention   and  Treatnent  Act. 

April    is   N.itional   Child   Abuso   Prevention  Month.     Aod  so   today,  it 

is   particularly   fitting   that  we   consider   the  present   status  nationwide, 

oi   abused   children  and   the   capability  of   child  protective  cervices 

to   respond    ^o  then. 

.Betw.!en   1979   and   1981,    there  was   a   106   per   cent    increase  in 
child   al;   sc   reports  nationwide. 

.Last   y'?ar,   child   abase   related  deaths  increased. 

.Many   states    fear   that   child  abuse    incidents  will   continue   to  rise 
as   economic   pressures    faced  by   faailies,    including  unemployment, 
increase.     This    year  Michigan   is   seeing  a  SCO   per   cenC  increase 
in   the   nunber   of  niddle   income   fanilies  being  reported. 
.At    least   3S   states    indicate   that   they  are  oeeing  more  serious 
cases   of   abuse   and   the   amount   of   reported   child   sexual  abuse 
isdrataaticallyincreasing. 
.Funding   cuts   have   forced   child  protective  service?    to   lay  off 
:it3ff;    ther.jfore.   social  workers   are   c  r  r  ry  i  ng  -.e  ve  n   larger  case- 
loads.    With    fewer   staff   to  handle   increasing   reports   of  chil-j 
abuse,    attention  to   these   childre-^   is   r.ow  prioriti|||l  bas^d  on 
severity   of   abuse,      Sone   states   are   responding   to   funding  cuts 
and   staff   shortages   by   changing  eligibility   criteria.     One  itate 
said   that   only   reports   of   children   under  ag**   12   are   being  accepted. 
Indeed,    the  magnitude   and   complexity   of   this   problem  is    far  greater 
than  ;?ny  of  us   imagined.      Last  year,    1.1  million   children  were 
abused,   neglected  or  exploited. 

Each   year  between  .''.,000   -   5,000   children  are   killed  by   their  parents 
or   c  u  r  .2  t  ak  e  rs  . 
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A  CO  11  tin  MO  U  t».iLii>iKil    foctis   on  child   abuse   is    Che   only  way  to 
be  suro   that   these   ciiildren's  voices  will   continue   to  be  heard 
wherever   they   art2.      In   Che   past   9   y'ears,    :his    law  has   helped  states 
and  coiura unities   begin   to   reach    these  special  children: 

.I'o  be   certain   that   they   can  be  protected. 

.to   reach   families    ea:ly   and   strengthen   them  so  children 
c;inreturnhorne;  and 

C 

.Ultimately,    perhaps   most    importantly,    to   begin  to'*identify 
ways   and  means   of  preveution. 

I    js'k   you   tc   listen   to    the   voices   of  each   of   these  children  and 

to   continue   Ltie   effort    that  was   begun   in   197A  with   the  passage 

ot'   the   Child  Abuse   Prevention  and  Treat  me  nt  Act.     This   ACT,  Public 

Law   '.0-2<^7,   The   Reauthorization   of  which  you   are   considering  now, 

\\.\'\    provided    the  only   nationwide,    federal   government   focus   on  the 

tiirriblc   pligli:   of    these   children.      I   urge  you   to   reaut;.  ^rize  the 
» 

CliilJ   Abuyc      and   Pttevention  Act    for    four  more   years    and  to 

incr-jaso    iiie   support   over    the   $17  million   requested   in  S  1103-t 

!    vroiilil    like    to   provide   you  with   evidence   of   the   effectiveness  of 

thi^    ACT.      Consider   that   only   $6.7   million  was     ppropriated    to  the 

it-.ite:;    tnrough    this   ACT    last   year.      Consider    the    following  examples 

r  ( ■  J    1  t  s    .1  c  h  i  e  V  e  d  . 

.Senator   Denton,    I    think   you  will   be   pleased   to   know   that  Alabama 
h.is    usfd    the   Sllf>,000    that    it    received    throup^h    the   Child  Abuse 
i'rovtintion   an  J  Treatment   Act    tor   a  wide   variety   of  service 
:r. provtncitit   and   staft    training   activities.     For  example,  parenting 
eJuLatiy)n    projects  •^'^ve   been   started  which   provide  abusing 
parents   with    in- home   assistance   as   well   as   parenting   classes,  ,In 
th.  »jst,*   pro^rasss,    volunteers   are   used  extensivelv. 
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The   Buckeye   StaCe  has    u,ed  Bome   o      ^heir   federal  child 
abuse   .    Uarr    to  develop  HHILD  ABU^.£  REPORTING  KITS. 
Thes.   kits   are   desl    ned   to   teach  professionals   about  cnild 
abuse   anc   neglect.      Over   160.000  Ucs   have  been  distributed 
throughout   Ohio  -   to  schools,   p ed i a t r i c ans  .   I    spitals.  . 
libraries,   sheriffs.    i«v  care   centei.,    and  universities. 
The.,  kit.   are   the    type  of    tool,    that  w-U   iniprove  the 
identification  of  abused   cl.:;':cn  and  ensure   that  their 
families    rece've  treatment. 

Senator  Eagleton.   Missou-l.    like   other  states,  considers 
Chese    funds   "cruciar     to  impr.  .ing   their   child  protective 
Hcrvic...s   system.     One  higulight   of   th«ir   activities  includes 
the   development   of   an   t  ^  vE5;tt  CATI VE  HANDBOOK  which  describes 
the   step  by  step   procedures        ich   state  social  workers  are 

CO  use  when  investigating  cl.ild  abuse  reports.  This  handbook 
wiU   make   it   possible    for  Missouri   child  protection  staff 

to    .  aprove   services   provided  Xo  families   and  children. 


V  ou 


.Senator   Cr.-.sley,   my   colUagv^cs    £roa  your   state   tell  me  yc 
a:.,   kn,  -.U-dgcable   about    the  many  ways     hat   these  federal 
child   abuse   dollar-    have  been  used   in  >our  st.te.  Iowa's 
mobile   parenting   library   tor  high   school   students   and  the 
home   visitor  program  are   -o  program  ..odels    that  -ere  seeded 
„ith    federal    funds   and  are   now  b  .a  n «    repUcted  iK  other  states 

1   also   spo'K,-   .ith  my   coUeagu,..    in  Maine.   Arkansas,  Texas, 
.lorid.,,    -aliiornia   and  Massachusetts.     EacU   time   the  story 
i.      the   same;    that   it   is    the  Child  Abuse   Preventio..  and 
Treatment  Act   that  has   made   it   possible    for  states    to  at 
least  begin   to   strengt   en   ti,.ir   child   abuse   prevention  and 
treaf.o..t   capabilities.      I    think  Mary    JarsweU   from  Alabama 
..pressed   our   thc.ghts   best  when  .  •  e   saiH.   -.•e'd  definitely 
:„iss    these    lo.lars   because    th.  -   are   the   sole   source  for 
child   abuse   and   neglect  v  ro g r anmi ng   in  our  state." 
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Since   Connecticut    first  qualifiud   for   these    federal  child 

abuse,  dollars    in   1974,  'a  unique   and  effective   system  of 

cocjcjuni  ty-b  as  ed   chiVd   protection  resources   has  emerged. 

Connecticut's   >;odel  system  of  Child  P  rotection  Resources  is 

bjsod   on   tl)e   collaboration  of   the  public   and  private  sectors. 

The   systan  is   nade   up^of   a  variotj?  of  programs,    the   .':ore   elements  ' 

of  which    include   a     nultjLdisciplanary   team,    parent   aide  services 

and  parental   self-hnlp  groups. 

A  child   protection,   team  is   com  posed  of   a  paid   coordinator  and 
several   volunteer   child  welfare   professionals    from  the  fields 
of  medicine,    education,   sociaX  work\ind   the    law.      In  1976, 
Connecticut  hnd   a   team  operating   that   served   11   towns.  Currently, 
there  are   25   teams   serving  150   towns.     Of   these  25  teams,   7  were 
seeded  with   federal   child   abuse   dollars    through   grants  of 
approximately   $10,000   and  were  used   au   mo dels    for   the   develop me nt 
of   18  others   supported  by   state   and   local   agencies.      During   1981,  ah 
estimated   $Z6 0,000  was   donated   through   in-kind  services   by  profess- 
ionals   on   these    teams.'    During   1982,   456   families    received  services 
through   the    teams   in  Connecticut. 

Parent   aides   are   professionals  who  provide   nurturance   and  instruction 
to  parents   in  order   to  build  parental   competence.      The   service  is 
provided   in   the   home^   several   tines   per  week   over  several  month s 
and   includes    24-hour   telephone  availability.      Ln   1977,  Connecticut 
had  one   parent   aide   program.     Presently,    there   are   18  programs. 
During   19  82  ,    51  7   families    received  services    frcji  66   aides,   paid  and 
volunteers.      Two  of   th e s e  p r og r ams ,   both   of  which   use  volunteer 
parent'aides   were  started  with   federal   child  abuse   dollars.  The 
others   were   developed   in  response   to   the   needs   ol'   families  in 
specific   areas   with   support   from  state   and    local  agencies. 

Parent   aide   services   are   among   the  key  methods    for  keeping  children 
^in   their  own  homes    after   a  crisis.     The   estimated   coot   of  providing 
parent   aide   service^    for  one    family   for  one  year   is   $1,200.  The 
coat  of  providing   foster  home   care   is   estimated   at   $2,000;  group 
hom^!   carL^   is    $7,000   -   $12,000.     Although   it   is   not  posfliblc  to 
eliminate   the   need   for  out   of  home   services,   parent   aide  services 
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can  si^nificintly   reduce   the  numbers   of   children  needing 
nore  costly  kinds   of   care    that   require   separation   from  their 
fa allies. 

I'jronts   Aiionynous   of   Connecticut    is   part   of   an  international 
uufwork  of   self-help   groups    for   abusive   parents.      Of    the  1,^00 
chapters   of  Parents   Anony:uous   na  t  i  o  nwi  de  ,  .  2  7   art;    located  in 
Connecticut.     C onno c t i c u t ' d   Parents   Anonymous   groups  serve 
.ipproxinately   92  5   families   per  year  at    .n  annual   cost  equivalent 
to   $59.00   per    f ani ly . 

Parenty      Anonynous    nakes    extensive   use  ,  >  l    ii  t  e  e  r  s  .      The  60 

professionals   who   served   as    res ou r c e   p e op  1  e    to  Connecticut's 
37   gro'jpa     donated   approximately   $  1 8  5  , 000  wo  r  th  of  professional 
tine    l.i'Jt  year. 

Althouijh    federal   child   abuse   dollars    acted  as   a  catalyst,  the 
5«Ji,000   Connecticut   r.?ceive3   could   never  become   the  sole  funding 
sourco    tor   this    type   of   resource   system.      In   fact,   state   and  local 
funding,    in-kind   contributions,    corporations   and    foundations  are 
.•ach   essential    to   and   make   possible   the   ongoing  operation  of 
Coniiocticvit '3   public/private    resource  system. 

other   states   are   also  beginning   to  develop   a  wide   variety  of 
funding'  sources    to   continue   programs   seeded  with    federal  funds. 
For  exa-.r.ple,    the   California   legislature    recently    appropriated  $10 
million   for   child   abuse   prevention.      Although   California    is  unique 
in   the    large   amount   of   state   dollars    it   allocates,   many   states  are 
beginning   to  nove   in   this   direction.     Last  year,  Connecticut 
appropriated   $100,000   in  state   general    funds    for   child   abuse  programs 
m  Connecticut,   we   are    also   grateful    for   the   growing    interest  and 
.support     which   corporations    are   providing   to   these  programs. 
Throughout   the   state,   private   sector   funding  has    increased  both  in 
Che   nanber   of   corporations   providing   f is c a  1    r e s our ce s    and   the  amount 
of    funds     provided.     Approximately   25    percent    of   each  program's 
fundin.;   cones    from   local  sources. 
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In  i)r>.lcr   i»r    chu:*!'   pub  lit* /private  partnerships    to  grow,  there 
rauyt   conliriip:   lo  bo   .»   nat.  ionwido    focus   on  child   abuso   and  neglect. 

Sonotiraos    our   attcnptj    to   identify    the   indicators   of   cost  and 
prograrn  efleotivencss   liave  'blurred   our   vision.     As  we   ponder  the 
charts   and   graphs   and  contenplate   the  numbers   served,   we  lose 
touch  with   tho   childron.      And   as  we   distance   ourselves    from  then, 
the   decisions   we   make   about   policies   become    far   removed   from  the 
day   to  day   realities   of   their  powerleasness   and  suffering.     At  a 
t  irae  when  we   each   f^ecl    that   our  personal    economy   is    threatened,  we 
must   continut?    to  preserve   our   sense   of  human  compassion  and  caring 
forthesechildren. 

The  Child   Abuse   Prevention  and  Treatment  Act  has   been  essential 
to   improving  our   identification  of   and   response    to  a   'lerious  and 
complex  problem.      But  9  years    is   not   enough   time;    1,1  million 
abused   children  are    far    too  many   and   state   and   corporate  support 
is   still  toosraall   for  us   tostop  ourworknow. 
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COKWEOVICUT  MODEL  SYSTEM 

OF  COMMUNITY  RESOURCES  for 
CHILD  ABUSE  &  NEGLECT    PREVENTION  &TREATMENT 
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Ques  ti  otifl  <jf  rum  Si»nat:or  Christopher  J.  Dodo 


1.     Is    there   a   role   that  states   can  play   in  stressing  preventive 
services   under   the   state   grant  prograa? 

Some   states   are   already  stressing  prevention  in  pub  lie 
and  professional    information  and  education  activities.  Many 
states   also  use   the   state   grant   to  seed   prevention  programs. 
For  ex.laiple»    in  Connecticut,   state   grant   funds   have  been  used 
to   fund  homo   visitor  programs.     Through    these   programs,  high 
risk  expectant   mothers   are  supported  before   and  after  the 
birth  of   their  babies.     This  program  makes   it  possible  for 
some  of   these    families    to  be   strengthened  before    they  are 
referred   to   the   state   child  protective   services  agency. 


What  can   the   Ft^deral   Goveriment  do   Lo  atresa   prevention  of 
child  abuse? 

The  Fedrral   Cove r nue n t »    through  the   National  Center  on  Child 
Abuse   and  Neglect   can  continue   to  seed  service  improvement 
prograas  which   are  preventive.     Federal   child  abuse  dollars 
frequently   function  as   a  catalyst   in   that  aany   of;   the  programs 
which   aru   started  with   federal   funds   are   picked   up   and  continued 
with  sCatc   ai.d   local   funding.     They   also  beccvTje   tho  models 
for   the  dnveiopment  of  similar  services    in  other  areas. 

What   are   gome   of   the   i^'sues   ::nat  stateo  will  have   to  confront 
in  v^rder   to  comply  with   the   language   in  S   1003  referring 
to   the    treat;iont   of  har.di  capped  newborna? 

At   thia    t:..ae,   statec   have   vH,?   responsibility   and  capacity 
to  investigate  situatious    ii  which  parents   decide   to  withhold 
t'.cdical   treatment   against   medical   advice.      It  will  be  a 
cballengfc   for  states    to   develop   the   expertise   and  procedures 
ti   investigate  situations   in  which  parents   and  physician  agree 
that  withholding   treatment  ia   appropriate.     Developing  this 
capability   id    likely    to   require    the?  l.iring  of  additional  stafl 
and  wrll  definitely   include  specialized   training   for  direct 
servicestaff. 


.358 

'Kind:.   ..t    'jui^'ntt^i  win  have   Co  bo   provided   to  Ch»i 
pjronts   oi   ch   a  c   s  c  ve  r  e  1  y  handicapped  infants? 

I   workud  with   suvurcly  handicopped   children   and  cheir 
parents    Lor   three  years.      Based   upon  r.y  professional 
.experiences   with,  these   families,    it   is   clear   that  they 
reqwir.-   .1   full   c.)n?leir.ent  of   medical,    social   and  educational 
service.;    resources.     W«   must   also   recognize    that  even  i£ 
3uch         array   of   supportii   exist   and   are   affordable,  some 
rnrencs   may   choose   to  relinquish  ^^ir  parental  rights. 
When  adoption  is    the    treatment  of   choice    for   a  severely 
har..iicapped   chili,   we  r.us  t  be   prepared   to  have  adoptive 
\\  OH. I.'  isavailablc. 

I   understand   that    the   average   state   «rant'  varies    froni  $50,000 

to  s:oo,ooo. 

Is    tlu-re   a   n.^od   for   increased    funding  under   the   state  gr^ant 
pro/irain^ 

Yes.     Although   it   is    impossible   to  eliminate   a  problem  of 
the   na.-.nUude  and  complexity   of   child   abuse  with   a  single  piece 
oi    legislation,    it   is   apparent    that  many   results   have  been 
achieved  as   a   result   of    the   Child  Abuse   Prevention  and  Treatment 
Act.      In   the   testimony  presented  before   the   Senate  Subcommittee 
on  Var.ily   and  Human  Services,   you  were   provided  with   examples  of 
how    the   states   have   used   federal    child   abuse   dollars    to  seed 
conmunity   child  protection  programs.      Much  more   could  be  done 
if    Che    funds    for   the  state   grant  programs  were  increased. 


\ 

\ 

\ 
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What    CAU   :iLal»!S   do  with    Lncreastjd  funding? 


States   can  continue   t o . s t r en g th e n  p ub  1  i c / p r i va te 


partnerships   so  that  children  who  are  abused,  neglected 
and  exploited  are   identified  and  provided  with  the 
services   they   need.     States   can  continue   to  improve  the 
quality   cod    comprehensiveness  of   the   services    they  provide 
to  these  children  and   their  families. 

States    can  continue   to   educate   the   public   and  professional 
coninunities   about   child  abuse  and  act   as   a   catalyst  in 
developing   c  oinauni  ty-b  as  e  d  services  which  help   these  families. 
States   can  also  begin   to   add  ress   probleo  areas  which  have 
not    received  much  attention   to  date,    such   as    the  occurrence 
of   child  abuse   and  neglect   in  institutions. 

Finally,    states   can  collaborate   in   the  sponsorship  of 
prcvuntion  efforts. 
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Connecticut's  Children 

About  Children  and  I'mtcctive  Services  in  Connecticut 


;  111    Numbrr  M 


SprinK.  1983 


Events  Set  for  Prevention  Month  Observance 


Connecticut  will  ob-rrve  Nalional 
Child  Abujr  Prrvrnrion  Month  durin« 
the  month  oi  April  with  activitirs  and 
events  in  each  oi  the  five  DCYS 
Rex'^ns. 

OrRanixed  by  the  Connecticut 
Children's  Protettiyn  Project  proRrarn 
aidliates  in  each  rexU^n  With  Waderihip 
(rt»m  team  coordinators,  and  with  rv- 
Miurue*  Irom  the  Nw  Enxland  Rr- 


MHirce  Center  for  Children  and 
families,  activities  have  been  designed 
to  mobili«  community  networki 
around  dhild  abuve  prevention  ac- 
iivllie?,  and  to  strengthen  public 
awarenesa  and  knowledge  about  child 
abuse  and  neglect 

Some  affiliate*  have  produced  or 
gathered  educational  materials  which 
arr  being  donated  to  local  jchools  and 


!ibrari«  to  ensure  the  impact  of  the 
prevention  month  continuw  beyond 
V  April. 

\  Building  on  the  theme  of  Rfach  Out 
tft  Prevent  Child  Abusr.  rvents  have 
been  planned  to  touch  the  live*  of 
many  people:  children,  their '  inilles, 
community  leaders  and  child  fc.."^  >H 
professionals.  Many  are  highli^ted 


Calendar  of  Special  Events  in  April  , 


11 


18 


25 


Aprtt  t 
Abuw'  b 

r*i  Blum< 


12 


T9 


1  V/iirrbury 

lilhy  UBIjik.  37S-7075 


13 


Aprit  V 
CAPTCAN  Hmnt  't  and 
Cffl    optt*    '     -  " 
Hinford 

Debbie  CoubrouK  i, 


1  Northwkh  Heitlh  Air 

■*  ~     PfWty  Ay«.  442-071-^ 


April  n 

luiB.i«inr  Hjiiiiui  uin; 


IximinK  Center  b 


Debbir  C«) 
}47.«71 


'15 


18 


HijthVhool 
Afw  NH^vity.  74»  ^^fiV 
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From  My  Desk 


I  Children, Families  in  Distress:  Too  Little, Too  Late? 


Jt>  All>ff<  I  S..lMit,  M  P 

.»r*"  livi{i>;  III  j:i  ,t.i  wfiidi 
Jr.ii!uti;<->  fiiiM  intcrtli  pi-dJi  rit  wi- .ill 
.irt*  m  ile-UT luminal;  tin-  kin»;  i>f  wiulj 
I'ur  iliililf'-n  I'uli-r  .iml  v«prf  ii  ni  i-  It 
h.r.  .ilwjvs  \>rfn  iriiv  lli.il  [hv  i.iinilv 
.in«I  lurrmiimly  .in*  infrr.n  itvr.  iMih 
j*ri>\iiJin^  ihv  I'thiT  \snU  wh.it  tht-y 
nvnl  .iTiii  .li'M-rvi-  llnwrvi-r.  this  in 
Irrli  iln^  ri-Li!uin>>liip  (nisitivi-  .mj 
iii-K.itiv)'  I'-  nmrt'  (Mintutlv  nmrv 
f liHMt»-nm»;l\  jiiit  tfon-  {uoiiiisink^iv 
I  If. II  in  .1  (HTiinl  Hi  miTiMSin^  tin 
rmpliiv  iiiiTit  ,in.l  i-i  t'liiunu  |iri\',iti>wi 
Illr  w.ivv  in  vshii  li  puhln.  .ilitl  pnv.itr 
.j»;i-nm's  « .m  h.-Ip  .>r  hnulri  I'ln  h  i>ltn-r 
I  .111  Jclenmni-  4sli.'lh«T  ihr  MlitmnN/iip 
♦M-idswn  MmiU  .uul  mrununJlv  iv  h.ir 


Connecticut's  Children 


of  thm  OrvMioft  of  Chddrm  and  hvUcttv*  Str^ 
9*cm.  Slut*  [iipmrtmmt  of  OiiUrvM  and  Ytmttt 
StnijmmdtiaMbvihtDrpiMtni^ofHt-tUt 
mtdHmtrntStnimOftinofHrntmOnmbp- 
MMT  S4fvkt»,  Admtmutrmitym  far  OMfm. 
YoK*  mnd  FmmUm.  OtiUrwn  t  flbmw. 


SMIi  t><  Cannnttnit 


Mm*  ),  Mmm.  ConiinisiicNwr  I 

ph^dam  vlQiiitktn  and  PratKtfvt 

KnwkM  J.  VmMsl>.  Pin(«t  Oincter. ' 
CwmUkM  QdUm't  Ptaunlor  n«<vV^ 


ttioniiHis  or  divmjnt.  cnnNtrui  livi-  ht 
Jfstruttivt  p.iinttil  or  inspiring;  Thr 
sjnii'  is  true  ot  tfie  rctdtinnsliip  Ik-- 
I  wtrn  tiur  vi'luntM-rt-d  jnil  subsiili/itl 
vr-vui's 

Nowhvii-  .irt-  thcsf  iippiir1un[ln.'s 
.inJ  iisks  rniirr  ctf.ir  tlun  m  ifuiJ 
niy.lrtt  .md  .ilnis<-.  In  fiuh  inst.iri(i<  cit 
»hiKJ  j|iusf  jnd  M'vori'  nenlit-t  rvjl- 
ujted  .ind  trc.iti-J  jt  (hr  Child  Study 
Center  or  jf  .inv  .inwiiy  .it  whiih  I 
hjvf  consiilti'd.  thi-rc  h.is  bitn  tfj^ic 
I'vuicnte  ol  too  Iitllr.  too  Ijlf'  in 
rcK'irii  tti  iiwtul  s«'r\-in"s  av.iii.ibli-  tn 
p.irvnts  in  Jimrvs^  A  v»nv  intu  lli»'p»st 
ot  iMi  h  ot  llii"st  (  hildrrn  ,ind  tlu-ir 
p.irinl  or  p.irrnls  hjs  mdtt.iti^l  th.W 
iSi  tv  wjs  ,1  iliri'Ct  or  indirc^rt  Vail  lot 
help"  hi-iiTi-  tlu'  child  w.is  jbuM'd  or 
M-Vfr«'ly  ni>.lii  lrd.' 

VVt'  .in*  in  urKi^.t  nurd,  carh  tinii-  J 
i  hiki  IS  .ihiisi'd  4ir  M'Vrrriv  ni'>:Ii'ctrd. 
ot  .iskinK  how  did  WE  fjil  this  taniilv 
VV(:  n  'rrs  tn  .ill  nt  iis,  thv  stjli-  .inti 
priv.itr  j^i'nMi*^.  thi-  vuluntm  ami 
p.iid'lor  MT\'itfs  in  tht"  nfi>;hborhiKni 
.ind  thi'  comni unity  in  whiih  thry 
hi-lonx  Thi'  qui-stion.  Why  dnni 
rUtiV  pnu  idr  si-rvicrs  mori'  tjuick  Iv. 
inoa'  I'ltfclivt'K  7  ■  should  hr  th.in>;i'il 
to  ■  V\'}iy  ili)n  t  VVi:  provide  s^rvm-s 
rnnri'  .iltr.utivi*ly,  inort'  ((uickly.  mun* 
rttfttivt'lv.  mt>r»r  y^T.ii  lously,  tlioir 
f^ftiiTously?"  Vvr  inilude^  ntiKhhors. 
t  hurt  he.  prc\-i-niivi'  .ind  iur.itivt' 
hi-.ilth  ■t<'r\'k:t-N.  pnv.itc  iiml  puhlit 
^linicil  '*rvit»*s  jnd  .itl  iij  the  netwurk 
i>t  hi'lpinn.  humjiii/.inn  M.'r\'Kfs  ol 
xvhit  h  tiur  tonirnunjtu's  are  cjp.ihlr. 

In  f.iM's  ol  child  jbuw  or  ncjiU-ct 
v\'hrn  wv  find  thjt  then-  wtTt*  i-jrlv  div 
tn'ss  signals  from  pjn-nt*  Jnd  thjt  jt- 
tr.ictivf,  accessible  services  were  nnl 
av.iil.ible  WE  should  put  our  heads 
to^'.i'thcr  with  those  o(  oiir  Renifinal 
Advi«.iir>-  Counals  for  CHildrrn  .ind 
Vouth  Vrvices.  with  those  ol  curSn- 
cw!  .ind  Protective  Service  Team\,  and 
with  our  appropriate  >;n>ups  tn  see  if 
WE  can't  innovate,  crcAle  and  ilt.'liver 
sut  h  -^rviccs  out  n(  the  f.ibric  ot  e"- 
iMin^j  .Tst>urti's.  or  hnd  nt'W  resources 
i{  necessary.  In  must  instance*,  it  is  the 


n-vJiffctinK  and  rei)r>;.i(ii/atio(i  nf  e^ist- 
in^;  M*r\itt-s  th.it  .la-  Kith  mon*  rraliMh 
.)iid  more  vllvclivr.  Oiir  parent  aidi* 
MTX'Ke  pninrams  rcpresfnt  such  a  rvdi- 

tiiin.of  e^istinn  enernies  from  state 
.ind  ortvate  ri'viurc»*s.  a*.,  vs-ell  as  the 
wntdirif?  nf  paraprnfrssional  develnp- 
ini-nt  and  M-fvues  to  volunteer  po>{es- 
sionals  kn<iw-how. 

Uvpf.it<\lly.  We  can  lonk  backward 
and  detect  in<^ance\in  which  neglect* 
in^  abusing  parents  wi-re  askin;;  for 
help  UinK  b<*ti>re  thi-ir  nred  re.icht-d  the 
level  cit  ne^IettinK  or  abusing  the  f 
(hildren  Sucfi  instances  include  par- 
<*nts  whn  fei-l  iM>Iati-d  and  unsuppt'rteii 
in  J  tuns'  ciimmunity.  whn  are  severe* 
l\  stressed  when  their  family  or  nihers 
.ire  urubli*  to  l  ome  to  their  reuue  in 
conn i-ctitin  with  the  can*  \d  .i 
prem.iture  fussv  child.  child  with 
minor  detivts  a  marnane  fh.it  is  hieak* 
inj>  lip.  .1  ni'W  pregnancy  beltui"  the 
p.i rents  telt  re-idy,  the  l>e>;innin^!  ot  a 
serii'us  psychiatric  disnrder  in  one 
pjreni  .1  recent  rnnve  that  isas  dis- 
.ippomtmK.  the  nverwhelrnm^;  pro* 
hlemstif  a  chionic.itly  ill  child,  the  loss 
nl  a  job  and  many  more. 

It  is  time  for  us  tn  prevent  thr 
number  nf  a'portinj;  cTisirs  by  develop* 
in>;  a  sensitivity  to  earl*,'  sinnnls  of 
distress  thjt  can  .ictivate  t.ictful  offers 
I't  voluntary'  attractive  supptirt  ser* 
vices.  In  most  instances,  liy  the  time 
there  IS  a  mand.itor>-  report  of  ne>{lect 
or  abuse  we  have  lost  the  b-.-st  tippor* 
tunitv  to  be  of  hi-|p  to  that  chdd  and 
his  parents  and  wr  are  h-tt  stinm^  nut 
wfi.it  IS  least  intrusive  least  loerrtve 
jnd  least  lurmful 

TraRicalty.  the  violent  abuse  and 
severe  no>;lrct  ot  children  by  adults, 
often  pjr\'nt5.  is  as  old  as  recorded 
history.  Sad  as  it  may  seem,  most  of 
uS  would  no!  want  to  live  in  a  soaelv 
that  couUL  prevent  rverv  single  in- 
stjnre  of  neglect  and  abus«<  because 
suth  a  ^tiaranlee  could  only  be  ap- 
prn^tmatcd  in  a  pn'.on-liWe  slate  Al 
thr  sjme  tirrc,  e.ich  nf  us  wants  tt»pre- 
venl  as  much  child  abu-ie  as  it  is  pt^ssi* 

ri-[)ir:nu»-t/  i)>t  jwxr  4t 


s^Si  copy  mmii 
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Events  Set  for  Prevention  Month  Observance 


thi-  Jkcump.invinh;  ulrnJjr  U'r  niorf 
it)l.>rni.itn'n  jl>i'ul  J  sfirtsht  .utivily 
(.ili  ihr  luntJit  iHTMtn  iT  Piillv  M.ii- 
|.f..-ts..r.  .11  IX  .It 

ilillt>.Mnls  ..nJ  hu-l  t.ibU-  T  V  will 
'  r  usi-il  ti>  hiinn  Ibi*  thild  .ibuM-  prr- 
v<  n!ii>n  nii*>s,inf  lo  ioi,il  rrsuli-nti  .ind 
ihilil  wrlf.ur  pfnU-ssii>nJl>  Js  wt'll  hvr 
Mtfx  ihri'f  in  UriilKvpi'rt  jpil  i*vit  m 
N..mJtJ.  will  fp.iiurr  ifir  CAKH  l.lNh 
tiiirnbcr  jnd  thrKrJth  Out  Ut  I'rpvenl 
t.htid  Abux  ini**sjf;r  Thry  Jrc  bi-inj: 
ilonjtni  bv  Ibf  N!un>hy  Ouldimr  Ad- 
vffjivinK  fiimpjf<y  ol  Brid«rjHirt  Ihr 
billboaril  il»"«mn  will  alwt  be  UM-d  i»n 
ihf  viiK'it  iiilr\Kiui'trun  for  yrviT.il  t  aV'li 
T  V  pM'r;r.iriis  bt-in){  jrrni  nvirr  Di.jn 
m  l  IZ,  .mil  liT  .1  srrir\t»>  Ciblovisi.»n 
I'liblii  SiTVKi-  Annminccnii'nl'' 

I'jl  liiumi-nth.il  "I  th»-  Cirr.ilrr  Nur 
IS  .ilk  C  ii.iliiutn  tiT  Chililrrri  it  Yiiuth, 
In    >H-\r>  C\\t^H\  IS  ikuirklin.itin^  rhoM* 

.nllSllli"*    I'l.lH'.  .Ill*  linJl-UV-JV  In  fX- 

ji.kttil  tbi>  bill)««,itils  tn  Ibi-  Sfjinliwd 

l-nr  ili'i.iiN  nn  .Klivitiirs  .iriHind 
st.irtit.  ri>  i.il!  K.ula  Pendi'*trf,  St.iin 
t.>f.|  Hi'spit.il  M7  Audii)  vivi.-d 
m.itiTi.ili  .ind  p.nifinlfls  on  <  hi  Id 
Lt.il  .ihuM'  Will  t<i-  ni.t.li'  .iv.iil.il<li> 
tbinii^th  tfir  S.-M.,il  Abi.M-  Kf.oiu.i' 

|,.,fn     ...11    Nl.irtv    Kt>s'.MV.'r  .it 

*.Vt  ol2r  ti'f  .irt.iiU 

Ktviim  II 

A  "pec  uli/r.l  ifiild  .ibijM'  b«)i'k  ipI- 
U't  ti.m  I',  bi-in^  .idtluil  to  m'viTjI  m  himl 
Iibr^.ifii".  .1^  .t  rr'.iili  tn  pn'vi-nttiin 
till 'p til  i^bs<T.'.in<  »■>  in  NUnJfn  jnJ  thi- 
I  iHstT  N.lll^;.llul  V  V.ilU-v 

V^l<fl|^^;  willi  l\w  ihiM  t.m-  pro- 
>tf.i!!i>  .ind  Kiirtir  [(I'lu-niits  nif-iri- 
nunts  in  hvi-  l.u.il  buh  sthtn'ls 
I'lM-pliini-  Sf>;.it'tri  \7?io  2r^f  <»!  tbi- 
r.irtnt  CbiUl  Ki".tnjrtf  Cvfitt-r  m 
Sbi'lton  »si\l  b«'  pIt•^t•^lin^;  wfiVsb'ii" 
.Ml  I  bill!  jbii**'  .inJ  tu'>'.tt  t  t  Jnd  ^U^ 
r.i:iii>:  iho  sfltttfil  biH'lks  Hi>t>lks  will 
inihi.li'  ChU  .iri.i  .'sVv/.'ft  in 

C'.-m'MNNiJv  bv  U.IV  K  IMtlT, 
M  P  .ind  C  Ik'nrv  Ki  mp.-  .itit!  T,  ll 
M.-  .V;yiif  ,-\;nJV  bv  LinJ.i  S.inlnrd. 

In  .idilitii>n.  p.iri'nt  .lulf  pri>>',r.iTns  in 
fhi-  ri->;u-.n  will  bo  ri-virwinn  nrwiv 
piiblishril  Suks  .mil  iti.itfnaN  .ind  will 
M-lfit  .1  niimbiT  nl  ;lirm  ;i>  bi'  .idJni 
t-  fill  If  .t>;»'m  V  i.illiiiii'iv 

K.-Ki.tn  III 

!  A  .  (  I  V  V  ,ilt;li.i'rs  .It.'  sp..ns..r- 
i:u    b.Mtb  with  ihr  ihemr  Ht-allbv 


Pjrent  Child  KeUihonNhips"  dt  the 
Middletown  Hwlth  Fjir,  on  April  21 
M  Ciiy  HjII  On  Dt'Kovtm  Drive  from 
10  am  tn  7  p.m.  l>e  boolh  is  bfing 
MrK.ini/«HJ  by  l)t»nnJ  Vjndi'rhn<l«n  of 
the  MuJJIi'vrx  O'unty  Child  PriMfC- 
»i.»r»  Tr.im  '344  jnd  I  Vbbir  Coit- 
brnu>;h  of  thr  Cotnniuflttv  Hi'jUh 
Ci-ntfr  rjrrnt  Aidr  l'ro>;rjni 
(34?  ^«7n  Thr  luiiii.r  Wi.ni*n'«.  Club 
•imJ  ,1  iminl>rr  nl  loumJIiNrr  ".udfiiU 
tfiiin  MiiMlrsf*  Colli-);r  will  assist  Jl 
the  bnuih  durinv.  'hr  djy  The  bui»lb 
will  innTpitr.itf  J  "Lwrninji  Center  ' 
tnr  the  fiU'venlion  o(  child  jbuw  U>r 
paii'iiK  tbililn-n  .mil pr»tl winn.ils  jnd 
will  lejlun-  continuous  showing?,  of  j 
viJet*  t.iji*'  III  S.ir.i  l-lstiin's  puppt'l 
ibi-JliT  i<n  IViMWi.il  S.jleiy  VVInle 
ibiltlfrn  .ire  vn-witin  lln-  puptvt  shnw, 
llu'ir  |t.iiinls  t.in  trvii'w  bnnks  and 
iTi.itrri.ils  on  i hild  i.iif.  iliiki  dt- 
volopmi-nt.  ili^4tp!ini'  .md  issu<'«  M 
i  bikl  ir.irint:. 

In  tlu'  Ni-w  I  t>ndi<n  .ire.i,  .i  mtnbina- 
tmn  III  I  \'.  c.inii'r.is  jnJ  cominuniiy 
t.uilitics  will  I'usuri-  that  child  abuse 
pri-vi'iitinii  mnnth  .ii  tiv .1  ir-  will  last 
wdl  K'vnnd  April  Tun  Irttiirrs.  of^v 
t-n!itUl  Tbf  Btfcts  nf  Mi-dia  nn 
C  hildren'  and  uni' prt'sftitrd  by  l\'lice 
C  hill  l.arrv  H.itinhjm  nn  VKtiink-ss 
C  rinif  ■  bavt*  bcon  t.ipetl  and  will  In* 
iTi.iilf  .iv.iil.ibli-,  \nt'iA  tli.irve  tomni- 
miinitv  ^'.rl>n[K  l>fMTiptive  brttchiiri's 
anti  distil ssii'n  U-.n1f  rs  an-  .ilsn 
av.iiI.ihU'  tt>  aitt'mp.iny  iht-si'  tapes 
t'i't'j'.v  A\»'r  «>(  the  Stuithwi-jslfrr.  Cnn- 
ni<t.tii'ul  t.hild  Tr^itittinn  C'oiint  tl.  Inc. 
b.is  t  oordin.iUtl  thi'M'  semin.trs  and 
imH  arrange  tt>t  ''oi-kin^;s  o(  ihi-  \vc- 
Uin  s  She  I  an  be  rc  .iiitfv:  jt  442-0711. 
}  .t  :47o 

In  the  21  town  Danielsnn  area,  the 
( t-nterpii-ce o(  ChiKI  AbiiM-  IVevifitinn 
Month  IS  the  pm.Kklion  nt  /J/noffiers 
ludv  Hytie  i>l  the  Child  Trotettion 
Cnuncil  ot  Northe.tstpm  Connecticut 
(77-1-2020)  and  tlie  r*ch,int;e  Club  ot 
(5anie!Min  an-  ^pnnMtrinK  ibis  tnusiial 
n-viie  Apnl  10  at  7:30  p  m.  Ii»r  thr 
bi-netit  t>f  the  Child  Abuse  Restmrcc 
IVnjecl  and  Parents  Anonymous 
Chapters.  The  privjtram  is  leaturing 
Incjl  talent  atid  even  a  ^roup  nt  musi> 
ii.ins  tJin-ct  trom  tl.r  slaj.'.i'S  ol  .  .  . 
Martlprd! 

The  C."hiki  Troltttion  Coiinnl  is  aUo 
obs<rr\in>;  khild  Abuse  Prevention 
Mt>nth  by  dimaiinp  bnoks  ti>  clf- 
mentary  sehools  in  e.ich  ut  the  21 
towns  they  serv*  Teachers  ;«nd  *lr- 
miT^t.iry  liltranans  will  be  given  a  list 


of  books  from  ih*  Economy  Cnm- 
pany'i  seri«  entitled  "Trxjllfy  Books" 
irom  which  ihry  may  choow  up  to  10 
titles.  The  bniiks.  all  (or  farlv 
elrmentary  grades,  include  topics  sud 
as  •^'ll-conci'pt.  likinji  yourself,  cum- 
tniinity  h»»lprr«,  .ind  rrelin>?». 

RrKion  IV  • 

Tfir  nine  Connecticut  Children's 
I'rntettion  I'roject  pni^ram  aililiates  in 
the  Nttrth  Central  Krjilon '  have 
pl.inned  a  m.ijor  confrrencr  fur  Tues- 
d.iy,  April  11.  at  the  Ramada  Inn.  East 
Hartfor\l.  If*  Happenm^ "  will  include 
ei^ht  workshops  in  Iwo  scsv.ons.  a 
lunchwn  and  sorvice  fair. 

Drawing  from  a  wide  ranji^  of  child 
s*rvin«  pmlessionals.  conference  plan- 
ners K»ve  en^ynetl  lawyrrs.  phystcians. 
ihild  devektpnient  »prcialist>.  nurs«, 
|'sythoIn>;ists.  child  prolretivr  s^rvicM 
experts  and  prnj^ram  specialists  as 
workshop  liMUers. 

The  ail  day  conference  is  $7.00; 
althou^li  the  conference  committee 
recomnirnds  (ull-day  participation, 
half  iLiv  re};islr.ilion  is  possible  for 
5.V50  (lunch  not  ituludcd).  For  more 
information,  contact  Oonna  Davies. 
Kiyional  Child  Advocacy  Team.  Child 
and  i'amily  Services.  Manchester. 
043-27M.  J 

Region  V 

The  Water  bury  public  schools. 
thrnuKli  the  libraries  in  the  MickJIe  and 
Il1^;h  Sthi-Hjis,  will  feature  a  special 
dispUyol  txHiksarK)  materials  on  child 
abuse  and  neglect  to  Ulp  observe  Na- 
tional Child  Abuse  I'revention^Month. 
The  bonks  have  been  selected  by 
Kathy  U-BUnc  and  Sjd  Horowitz  of 
the  Waterbury  Collabt>ratiiJn  for  the 
Prevention  of  Child  Abuse  and  Neglect 
(.S75-5075)  and  a  set  of  books  will  be 
don.iled  to  eaih  of  the  six  schools. 

To  compliment  the  book  display, 
the  Coll.ibori'iion  has  organized  the 
K»-s{>urcc  in-Residence  Project,  and  is 
m.ikinf.  It  available  to  each  school  on 
an  ongoing  basis.  The  Rescmrce-in- 
Residencc  prnpram  features  a  child 
welfare  professional  who  will  spe.id 
one  afternoon  a  week  in  each  school 
librar>'  as*i*ting  both  students  arvd 
(acuity  in  learning  about  child  abuse 
and  neglect  and  in  gathering  informa- 
tion on  this  topic.  The  Resident  Re- 
source Perstm  will  be  able  lo  answer 
questions  and  direct  students  to 
sources  ol  jnformatiofj  and  program* 
.IS  well  In  addition  the  Collaboration 

Konltiurd  rtl  f^g* 
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Prevention  Month  Observance 


,->tin\  Ii»  piinl^.iM'  ■^•viT.il  .luiiii^  visu.ll 
•■■hu  .itik>n.tl  nuU'riJls  lur  loan  to 
'  IthrjtK's     s<Ju>i>!s    .iHil  mrnniunitv 

I'.r  yst^^i.  nl  Aj^ril  is  tin-  hi/.h 

point  i>r  ji  li\  il.i's  \sfu»  h  ifiv  I  '.inlnjrv 
Ki-^jiin,il  I.  i>tntnissii'.n  n-.  (.  ^ultl  t 
K'v.htsi^  .A}»iiM-  Irx   li.is  nrk'.inufii  ir> 
Ni-Afov^n  IVinl'iirv  .inJ  Ni.lKvtu-l.i  to 

hrl[»  l<v>;i...|i  V  ol.M'Hr  t  Mhi-v 
I'u'v  i-nlum  Mi'ti!)\ 

In  Nfwtown  .itti^itii's  w  11 
isilinin.itt-  in  .1  R<s,,uiu  I>.iv  .il  tl  r 
h.K^.  s'^ui.'l  .'n  V\..,im-s.|.iv  Nptil  ."T 
rr..fr  0  .,  m  m  I  p  m  Ilir  h.-.-l 
f.MJiciM(.  I  I. lb  .mil  Ihi-  Kf%  C  luh 
h.ivr  r"ini>{  :!n-  C  l'^lml^sll»n  si.iH  iti 
I»l.irMv,nn  lilt'  .t.^j'l.iss  .m.j  .1  Killi»i>ri 
litt  .'It   iinnUm^;  stiiJt-cN  .ii.ii  t.inil 

IV    "^l-Xi  r.!}  \.'\sti.kst».IIV.I.I^'.»-tUl«-.  isili 

pii'.4'nt  ilunnk;  llir  i\f..Miri  »•  1, 11.  in 
ili'M  fitM-  their  pfovu.irti  .inJ  s^'rv  nis 
ihi'M-  miliu!«'  '.h''  >.''.ith  SiTvufs 
I'-iifv.iti  .iiij  ft'i- Hm^i  I  u-nii- rny  f.iin 

.-.ill  \-,'y.,i\  M.'iKi.r.    A;  ill       ksilh  .1 

;        I,„v.   I-.     M.,\.-,    1,1,11.-.  1; 

IH.-.r  I..  \;  )..!t..v..-,l  I'V  .m  Ac- 
}>r,  I  i.iio-ri  '  r'.  'II  il  'ht  l-.li',.r' 
Mirr,  Imi  iMr  .  ,  ■!  .„.|...  :s   ut  l-TI,.  -Ki.) 


turpoi.iii'  .iMil  biisiiif^s  MipfK^rMTs  I'l 
till'  (."iiriitnis<.»in  lui-i  thv  |»jsl  vur 
nic  l\i»burv  tl.cl»  S^h.ii.l  ^ytn  will 
.ilsii  k'f  thr  Mlv  I'l  .1  lii'MiuUf  I  jir  on 
IriJ.u    .A|iril        Ifom  11  .1  m   In  -J 

In  .i(|>lih.iti  h  [hiI<1k  iibi.ii%  in 
\)w  Irii  Mininiiulii)^;  t.nM5»  li.is  .i>;irt»l 
(.«  tcillin-  mI>'>HiI  piisli'is  l'.'c4>.  .mil 
i:utrfi.ils.ni  ifii  .  luLI  jIh.m- |'iv\ » lUi.  n 
thriiii'  iniluitin»;  pjn'/iMn>v  JiiKi  i.iri' 
.in'.l  t.iimlv  ^i;f>f'i>rl 

A  spi^i.il  li.iiiiM-  i'l  llti'  D.mlMitv 
.iti'.i  s  ubs«T*  .inii'  i--  lh»'  J1M1I  in 
i.iiU  niifnl  I'l  thililiim  Workinj;  with 
iKtrn-nl.irv  .Tt  Ir.uhiTs  m  f.uli  m  hi  ml. 
;hi' LiiiiunisMtm  will  spimstir  .j  posU-f 
i!»'M>;n  .iiid  I  nli'iin^;  mntfs!  ChiMn  n 
will  ilfM^;n,  (li.iw  .mil  tnmplfli-  thiir 
I'ViM  mirrt'ii't.itum  d  I  lun^s  I  1  ikt- 
ri.  I  Willi  Mv  :-.iui:U-.  ■  Iml^iMK  will 
U-  I'v  I  \inl«iirv  uM<li  rl  .mi!  (Inliln  ris 
Iv't-k  ilhj.tr.iinr  Strvi-n  Kflln^'j:  NW 
Krll.'.;v  will  ,i1mi  M-rvf  .is  huniiMr^ 
iliaiH-.  TMm  ol  tin-  D.itHvirv  C  hiKI 
.Mnj'-  I'ri'vimiion  \\'vt.-V  .ulivilus 
l.viT\  diilil  whn  •■utm>ils  .1  ;itiM»r  will 
niinr  .1  itrtitit.ili-  ii'innit-tnni.mn^; 
llifir  rtlntts  Mnrt  inlnrr^i.ilinn  .ibnui 
\h<.-  A-  .11  livilK-s  IS  .n  .iil.ibli-  tn-m  Ann 

N.iijv.iiy  .11  r-js  -jm: 


Ann  Quinn  Interviewed 


45-miruitr  viMt  \Vh4r>k;iHnk;  on  hi-n-? 
Wjs  II  .in  .j.iuJrnI?  Dn  vsr  h.ivi-  I'lr 
Uctf.?  Win  I  kinil  lit  rrtl  ll,ifc:s  Jo  s'.  r 
hjvr?  Snmitimi'S  p*ri'nis  .in-  vi-rv 
rflui-J.inl  t<i  rfjllv  sit  uown  .jnd  rf.iUy 
t.ild  jh'iil  whjt '.  h.ipprniil  .md  ».vhj} 
ihfv  vt-  tii'tif  tVtf  the  ml.it>.f  wtirktr 
h.js  mjili-  thi'  mih.it  mvt•stl^;,itll•n  ihi- 

I  «iv  ^^  'il  our  inti-n-rnlinn  is  >v,ir' 
r,int«l'  tll^1l^l  over  to  J  triMtnn-nt 
wi.rkii  vsho  tsi'rkswiih  ihi't.imily  un- 

vsr  ATY 1  on  Vint  t\'.  that  ihc  iisW 
children  h.is  Nrn  n-ducrd  suMn  ifiitlv 

Thf  strt"#>  lit  ih'.ilinK  .t  d.i;lv  b.i^is 
IP  .1  svsitMTi  lh.il  ilf.ils  wilh  indiviihi.ils 
wh«i  .dm-*'  i*%  tTi  kill  their  thildti'n  f  in 
f.ikp  .1  toll  Tb»'  jhilily  In  work  wi!h 
.1  tjmily  and  bflp  thmi  to  rrrnam  in- 
t,icl  on  be  m»>st  n-wardinj;.  Tn  iitiil  a 
b.ijjticr  bctwrrn  thi'  slri'^.s  and  the  te- 
w.irds  IS  irmst  iliihndt.  but  not  irn- 
p\>^sible 

0  Wh.il  11  ion-  tan  W  dont'  In  uh  n- 
'  it\  I  hiltl  .ihtiM'  Nitii.it Km ^  stiijMt  trom 

I I  >ntirui;n,'.  .l'^i  prrviiit  J"illis  trom 


A.  VivW.  I  tlim  l  kntiw.  as  ItmK  Ji 
wf  havf  part-nls  anvl  wt-  h.ivc  pcf  ('li> 
who  hjvf  chiUlnm  and  .irt-n  l  pri'part-d 
In  have  t^hildri-n.  ih.il  wp  rr  t*vcr  ^'.o- 
ink;  In  tnmplplrly  wip«'  otil  ihild  ahusiv 
I  do  Ihink  lhal  Ihf  mnrf  publicilv.  ihe 
mnrt' ll>in>;s  lhat  vsf  can  do,  lo  talk  in 
{<  rm',of  thr  faa  ih.ll  it's  nul  there,  th.it 
it  exists,  lliat  p«iple  nwd  In  bflirvf 
that  even  thi-ir  brotht'r,  sisler.  1  Insi- 
friend  or  whaleviT.  who  may  be  a  pet^ 

n  who  in  all  uthtT  spheres  of  ihnr 
litf  js  lumtioninn  sstII.  th.it  ibal  pi-r- 
s.in  hat  potenlial  -  thai  wt-  all  h.ive 
wilhm  ou.".eivt-s  iiotential  ■  *  10  bt- 
thild  abusers  Thi-  st'vcmd  llimK  is  that 
as  \ot\y,  .IS  \  K'\S  tan  tn-  t  lt-ar  in  Icrnis 
ot  leammn  mnri.'  and  mtin*  ab»Hit  who 
really  arr  ihr  pan-nls  who  tend  to  huit 
ihi'ir  kids  severtly  .Vid  who  are  the 
p.irenis  who  really  thmi!^;h  i^noranie 
tir  whalevef.  can  do  this  and  can  be 
helped  7 

Q.  tlow  do  yoti  fori  aboul  tht'murt 
svstem  m  rt'latitm  tn  child  abusi-: 

(Goldsli'in  I  reml  <f  Snlnit  I^r^l.'' .-Xl 


Children,  Families 
in  Distress 

bir  l»>  pii'\enl  in  ,1  liiv  >*'iii  iy  in  vslmh 
ihf  deinoif.ilK  \.ilue«.  ot  l.irtiilv  pri 
\  .1.  V  .ind  th»-  j'lur.ilisni  ol  ditlenn^:  l.ff 
•t".  ti'N  .irv  pioti  i  tv.l  .ind  siipporti  d 

(>nlv  hv  cimibinm^  .ill  ot  om  fe 
•.I'dfifs  \\\  tn,iinl.iin>;  o|>tii:i.d  mrti 
nuniu  .itions  .md  pl.innmn  al  ihe  re- 
^i.ui.il  levvl  ami  l«v  drveK.pin>',  .il 
If  ,i<  liv«'  vi.lun«.irv  M  n  i<  t*s  lh.it  .ire  n- 
^{■onMv»•  loi  iiK  si^njKol  dislress t .m 
ise  iniiui'ii/f  loo  tiltle.  loo  late 
.(ioldstt-in.  hii-ud<«  S.,lnil,  W7^?l  ■■  Al 
the  b»>l  lit  lirnes  .md  .il  the  worst  o! 
titve>  we  an-  m  111  H«  ill  ni't-d  ot 
Nii|ip.>rtin>',  Ihe  .iiilontiniy  ot  p.lli  nis 
.ind  ihi-  mti  >;rilv  ot  f.iriiilies.  .1  vninil. 
hiitn.inv  1'oln.y  m  die  srrvur  ot 
t  htlilr. n  -.•.■hni.in  ri'n'V'--r^l  tin-  l'«">l  ««t 
oiii  p.i  .r  and  ..ur  liiluie 

l(l.,.r  ;  •-..''M-  \1  /'  -  ["-.I 

Children's  Center 
Luncheon  May  6 

\h,-  (  hitdf«n>  (  r'it«T  .•!  ILiiTulen 
\st;l  I  ilibi.ilf  lU  ["^Olh  .innivei^irv 
iih  .1  ru'i»n  lum  henn  on  \5.iv  r  il  ihi- 
\.  w  Mai-.n  I  awn  (  Ich  UihsI  sp,  .,k,  r 
.It  i  vinl  will  U.  ihild  psvihialiist 
Mnino  Hrll.lr.im  Hi-  will  discus- 
t  htldnn  sSi'viirs  [\ist  Pr.'s.nl  .ind 
luluii-     l  or  -noir  i:il.>rri.il;on    i  .dl 


A.  As  I  ve  ,ilri  adv,M'laleJ  lo  vou. 
I  nid  timi  believer  m .i' sVsletn  that  h.is 
at  \\',  heart  sharetl  devtsum  making  " 
I  he  tAMirt  providt".  anolher  pN  o|  the 
f  het  k'-  and  bal.ifui-.  nwded  lo  hrin>i 
al'oiit  .I'l  often  ,is  ji.isMhle  the  r;k;Hi 
detision  We  tan  all  ^'.el  upM-l  .nul 
blatne  the  vi/.irl  when  a  det^Mon 
dnon  t  <'Wx  w.iy.  I'm  nti  diitrrenl 
But  after  ihf  he.it  has  sul^sjded  we  ha\i' 
to  look  at  whether  *ve  presenlwl  the 
pevssible  t.iM'  nr  whether  lln  le^.d 
<tv  ,}nT;  taiietJ  So.'^etitni's  ihe  a>ufl  s 
dt-Clii  li  <ik.:,  j^o.hI  with  hmdsl^'.ht: 
'.;if>H',iM»«:  *'  I.  Whi-n  it  tlt^'sn'l 

ihiTi  »r  r  Court       w»  lake  the  respon- 

; -.Lt  I'-         /••irJ  ti'il*!  frf 
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Coiirant  Interviews  Ann  Quinn,  DCYS  Norwich 


By  Ko»mvary  Kcoyh, 
Mjrihird  Courant  SuH  Writer 


Ann  H  Q»iinh."pWK'Jm  ^uperv■o^ 
in  th"  Norwich  ulHce  thr  Watr 
iV^urtniPnl  M  Childnrn  ami  Youlli 
Srrviio  hjs  drjU  with  of  child 
•ibu**-  jnd  nt^lnl  tor  jlmf^t  30  ypJt^. 
K>th  ,«!>  at  MX'ul  wtirWrr  jnd  at  ^uprr- 

VIMT 

Q.  \S^M\  indiCaitu'nt  du  you  kink 
loi-  !ii  Kicndrv'  at  child  jbu!vrr7 

A.  t /K  {Nmr  iiiT  J  number  ii<  thiri);> 
th.it  wP  nmsl  rrtPf  to  rn!  tlaij/j^  m  J 
Mtu.iiiun  Oiif  »hp  hiKh  ri>lk  parli  of 
lh«'  in\'rsti/^tion  hjs  to  l>p  the  ax^ 
ihp  ihtlil  O«viou*lv  intjnti  JmJ 
v».«un>;  I  hitJrm  ar*  at  hi^hn  '^i>k,  biilli 
KtauM'  they  tjnt  y.pt  J»v.iy  trom 
pjn-nls  i>r  pruletl  thctnH'lvrs  in  <iiiy 
v*.iN.  bul  <*t.tindly  hrtjuv  thry  h*vf 
litlli*  visihilitv  in  tSr  «iimniunitv 

When  i  iiK  ill. n't  \i\  sihiutl  (jn.S' 
(hrN  rr  not  imt  pl.ivin>(  jiul  thjt  kinJ 
i>|  thiHK.  *»'  lh.it  thi'V  I. in  hf  snTi  hv 
\\h'  ni-ijj'l  .irs  ,ipil  Jnt  n^t^  !^en  ihr  risk 
i\  hijihtt  ih^  tii.iv  W  .ibuMvI  Jnil 
M>p.«"  ■('<  isn  I  k^utn^;  tu  pii  k  up  tin  lhj» 
•.\^\-\  ..M  Ihf  tMf  V.r  kni«v%  lh.it  ihiM 
.it'iiM-  Tc-niK  ti^  »>>rtinu-  tu  tPi'i-.it 
:tM-!l  M  th.it  tn  nM'^t  stttMtions  *shi'n 
vs,'  invi.lveU  wf  t.r.l  ih^l  thtri- 
!i.iv«-  S^""  «'.uii»t  in  jjoies  ih.il  n:dN  nr 
•TU V  not  h.tvrhr-»  !i  -.<  t  n  by  virni-biKly 
.int  :ti.i\  or  tii.iv  rn'i  h.ivp  brt-n  rr- 


ft'fij  be  uu  ful  (>o/(ifrs. 
7"iu'i/  'Nay  hiivc  (Kircnt'i.  rcl- 
iitii'c^  }.h'oph'  t!n\/  call 
hiruii^  ■■  but  thcv  rriilly 
htK'c  *h'  (<rir  t'iut  thty  an' 


VV.'  i;  v^^]!  (sihv  t.irT,:!:,  «..'u.i 

t!.>:i  Am  'fuv  ;:n.lfr  j  !<''  ■.I't  v.sT 
V.t-.it  ihv  .u:v  'hv  par»-firs'  (.  htr'  n} 
lh«'  M'v  rhiri>.-v  th.j!  ^m;\  t.Mrf,iti  r.  ..st 
ti-n-tlv       .ir.J   !  jt..-;  k    in  .^li  thr 

f'sifiif'*  ■.>h.'  tif.i  li'iisr  !K<fir  kujs 
,i->.}       irjilv  I  ;.iw       V  .<^;j'w('rs  |.tJ 


to  be  tocijl  iiolatn.  Thry  m<iy  havp 
purEnti  rif^ht  npairby.  rci^tivn,  a  whi^tr 
ho*t  of  p*oplp  thry  may  call  friends  — 
but  thpy  really  have  nn  otie  that  they 
atr  vpry  ctow  to  and  very  littir  in  thr 
way  oi  any  kind  of  support  iysirm. 

Th.9t'>  really  unr  of  the  ml  flans  wr 
kjy m  un  vrry  quickly.  Othir  tha*KS, 
liS  r  are  lliey  having  manuljruHrmsT 
U  iinr  child  singled  outT  /jn  thcrr  tiiut  . 
or  hvr  kids,  bul  i*nly  onr  child  who 
vrm*  lo  be  repeatedly  abii»ed7  Huw 
arr  they  drali'ijt  with  that  kidT  How 
Jr."  ihrv  M«inR  that  kidT  How  do  they 
drscribe  thjl  child?  Vrry  oftrn  that's 
tlir  child  who  ^ets  drurribrd  as  bad. 
ililtrrpnt.  like  wmrbixiy  that  thpy 
J  in  I  like,  or  maytw  like  ihrmvelve^. 
v..?  thoif  are  )u»t  a  tew  ot  thTed  Rjrs 
thiX  wr  look  at 

Q.  In  drcidinK  wht-ther  a  child 
>htiuld  br  rrniovpd  *rum  the  homr. 
whal  lactDf%  air  conviderrdT 

A.  Well  obvinusly,  thr  protection 
the  child  i>  paramount.  We  avk. 
vvhjl  kind  o'  riik.  v\hat  level  of  risk 
Is  th.i:  child  undrrT  H^iw  predictable  i\ 
ii  rlijt  thr  abuM  Kt»ing  to  fuppnt 
jg.linT  Whjt  kind  ol  support  syitems 
I  jn  \ir  put  m  so  wr  can  fi-rl  more  ccim- 
loTt.iblr  about  the  sttuj>;on  and  '.hat 
ivoiild  begin  to  allfvijti-  <K)ir>e  of  the 
itri'v.  thr  ctvil'.!  or  iamily  may  be 

C:.r  of  the  thint;s  thai  wr  try  lo  do 
IS  tn  mogn/e  and  W'  vrrv-  sensitive  lo 
!hr  lact  that  ►■vrry  time  ,;>u  remnvr 
(hiKirrn  trotn  thrir  parents,  you  rjive 
.«  cat  nsk  th^t  brcau«  ol  thr  sy<Jrm 
t'et  Jin«  of  the  parents  themselves  .ind 
thnr  inability  tii  gei  their  act  together 
lh.it  fh'ld  may  nivrr  rrtum  homiv  or 
ihjt  It  may  b  i  lung  priiod  of  timr 
tvtore  that  cK.iJ  returns  homr. 

>.i  v»^u  have  to  rially  weigh  in  the 
n».k  nt  removing  ihr  thild  vrrsus  j  hit 
knewn  risk.  vshi.*S  is  thr  risk  ol 
n^.*vij>y  .1  kui  v»<'''^  And  maybe  div 
ruptin^;  thr  Iamily  and  never  bring  able 
tn  .ujt  It  baik  tonether  j>>;.iin. 

O.  What  kina  n(  i-rnolional  toll 
il.M".  that  liecisir-ii-making  t.ike  on 

A.  Wrll,  It  s  a  re.>!lv  dithtuit  deti- 
Sinn  tnr  a  worker,  and  certainly  jt  a 
lm»-  vsK.Ti  therr  s  iiny  publuitv  regard- 
\r\)i  A  t.isc  in  which  Mtmrthintt  senous 
has  h  jppened  to  I  child  and  any  ques' 
tinning  .ibfut  ih.tt:  ihen  tt,at  anxirty 
IS  •j>  niiich  morr  hi>;h. 

We  tr  jlwavi  !<Ttng  a  ureiiter  in- 
frras*"  tn  -vorkrrs  •H'tyinK.   Maybe  we 


iirrd  to  takr  this  actiun."  >Ve  talk  in 
uur  ice  about  sharrd  dcciiion^mak* 
ing.  The  decision  to  ronove  a  child 
vSouW  never  be  thr  worker's  alonr. 
Nor  should  J»  br  really  thr  workrr  and 
tiie  Mjprrvisor,  bjt  that  aQ  of  us  oughit 
to  hrlp  rrukr  thr  d^ision.  The  worker, 
supervisor,  program  supnviior  and  in 
s«>me  cair».  even  our  Cmtnl  Office 
staff 

The  other  vHng  (that)  b  jutf  as  dif- 
ficult is  to  leave  Wdslnlhr  homr.  a.id 
to  br  concrmrd  that  thrre  are  risks  vh-  ■ 
volv'd  m  doing  that.  So  wr  sprnd  a 
tot  ot  timr  looking  whut  tealty  rt-vds 
to  br  donr  in  thr  situation.  How  com- 
f'ortablr  can  w«  brT  What  risk*  are  wr 
taking  and  how  safr  can  wr  rrally  feel 
that  rvm  thoygh  thrrr  are  risks,  that 
there's  enougli  support  systrm  thrre  to 
get  to  us  brfcnr  something  serious  hap- 
peiisT  It's  a  difficult  decision.  W**  -.  the 
department  —  havr  put  togcthrr 
guidelines  to  hrlp  workrrs  in  rrlalion 
to  rrmoving  kid!>.  Basically  Ihry're 
very  Mrinnent  and  they  really  tmd  to 
iinUervoir  She  fai.'*  lhat  wc  nerd  to  br 
sj're  ;h-?  i^r  kiJs  rwed  lo  be  I'.'mnvrd 
be*.Hi'  vsr  iakr  thai  kind  of  aclinn. 


.  .  .  yon  have  to  weigh  the 
risk  of  ri}moving  the  child 
vcrsusn  lot  less  knowfi  risk, 
which  is  the  risk  of  rjioving 
the  kid  too  soon  and  maybe 
disturbing  the  'family  a}\d 
never  being  able  to  put  it 
back  together  iiy:.:>L 


O.  VVliat  IS  the  most  dtlficult  part  of 
handling  a  child-ahuse  case7 

A  I  think  the  investigation.  And 
the  pulling  together  of  thr  ( iecrs  o(  in- 
lorniatinn  to  begin  to  decidr.  «s  this  a 
(child  abuse)  'iitua'.ionT  And  this  has  to 
be  done  very  (;jtckly.  Usually  what 
happrr.s  is  a  call  comes  in  froTi  w^me- 
onrsjying-ii'ji  child  abutu*  is  Mispectrd 
and  yxSuT  intake  worker  ih  d^ispatched, 
and  the  worker  knocks  on  the  door 
and  gJins  entrance  to  thr  homr  and 
iminrdiately  has  to  makr  st>me  asvrss- 
ment  in  terms       a  half-hour  or 

dnttt'.nutJ  on  f^t* 
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By  His  Excellency  WILLIAM  A.  O'NEILL.  Governor,  an 

Official  Statement 
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Mr  Pai.mkk.  Thank  you.  It  is  my  privilej^e  to  be  here  today  to 
repn^siMit  the  child  ahuse  and  neglect  pro^^ram  in  the  State  of 
lUah,  and  by  so  doing,  respond  to  three  requests  which  were  given 
to  nu'  by  Senator  Denton.  Those  were  that  I  tell  you  a  bit  about  the 
child  protection  team  in  the  State  of  Utah;  thatl  tell  you  how  we 
riavi*  usi'd  community  resources  in  our  State;  and  finally,  how  we 
have  been  able  to  utilize  and  obtain  non-Federal  sources  for  fund- 

In  order  to  clar'iiy  those  issues  with  you  and  to  tell  you  a  bit 
about  child  abuse  in  the  State  of  Utah,  I  n,eed  to  tell  you  that  the 
child  abuse  and  neglect  team  in  our  State  is  an  outgrowth  of  a  Gov- 
ernor's task  force  in  VM-l  and  11)75.  That  task  force  was  a  broad 
renre'^entation  of  maoy  groups,  which  included  the  then  existing 
child  protection  team  at  the  University  of  Utah  Medical  Center, 
and  a  variety  of  governmental  and  community  agencies. 

The  various  groups  that  were  represented  include  some  of  the 
Ibllouing:  there  were  representatives  from  many  of  the  school  dis- 
tricts in  thi'  State  of  Utah;  there  were  representatives  from  the  col- 
leges of  education  and  special  education;  nursing;  the  school  of 
medicine;  colleges  of  social  work,  psychology,  as  well  as  a  broad 
representation  from  the  various  mental  health  districts,  hospitals 
throughout  the  State;  community  action  programs  and  affairs  of- 
fices: police  a^a^ncies;  the  juvenile  court;  the  detention  centers;  the 
rlunior  League;  the  LDS  social  services;  Catholic  Charities;  Hill  Air 
Foret^  Base;  the  children's  center,  which  is  a  special  program,  a  pri- 
vate community  supported  program  for  the  support  of  severely 
r!ientally  ill  children,  at  that  time,  at  least,  in  the  preschool  age 
group;  and  as  I  mentioned,  there  was  broad  representation  from 
the  State  oC  Utah's  government  through  the  division  of  family  serv- 
ices. 

In  other  words,  our  team  began  in  the  State— or  I  should  say, 
was  augtnented  from  the  then  existing  team  with  a  broad  represen- 
t  at  ion  and  dialog  I  rom  both  the  public,  private,  as  well  as  the  child 
protection  team  as  it  is  now  established. 

Thv  ehild  protection  team  which  was  established  in  11)74-75  con- 
tinues to  exist  with  approximately  the  same  representation.  That  is 
that  there  is—and  this  is  one  of  the  more  important  issues  that  I 
would  like  to  share  with  you  in  terms  of  the  effectiveness  of  the 
child  [)rotection  team— the  coordinator  of  our  child  protection  team 
is  ii  toll-time  employee  of  the  State  of  Utah,  division  of  family  serv- 
ices. 

She,  herself  is  a  child  protection  worker,  and  that  gives  us  amaz- 
in^^  entrance  into  the  system,  if  you  will,  within  the  State  in  terms 
ol  credibility  Ibr  the  child  protection  team  within  the  child  protec- , 
t  ion  network. 

The  cliild  [)rotection  team  further  includes  2  arms  of  the  team; 
one  of  them  is  at  the  University  of  Utah  Medical  Center.  One  of 
ihi*m  is  at  Primary  Children's  medical  center.  The  composition  of 
the  team  at  both  centers  is  essen-ially  th.  same:  a  pediatrician,  a 
psychiatrist,  several  social  workers,  and  so  on. 

We  additionally  have  representation  with  our  team  from  the  Salt 
fake  County  prosecutor's  office,  juvenile  court,  district  court,  cir- 
cuit court.  Salt  Lake  County  sheriffs  office,  et  cetera. 
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We  have  ueurosurK^-'on.s  on  our  team  and  other  people  who  rotate 
in  and  out  of  our  team. 

Now,  our  team  is  a  working  team.  Last  year  between  the  2  arms 
of  the  team  we  saw  approximately  500  children  for  medical  evalua- 
tion. In  \\)H2  in  that  same  period  there  were  (),350  reported  inci- 
dences of  child  abuse  and  neglect  in  the  State  of  Utah,  of  which 
2,379  were  in  fact  valid. 

Now,  there  is  a  difference  in  how  child  abuse  and  neglect  is  re- 
ported, or  I  should  say,  from  whom  it  is  reported  in  the  State  of 
Utah,  compared  to  the  statistics  which  Dr.  Newberger  shared  with, 
you  earlier.  For  examj^-e,  in  our  State,  48.7  percent  of  the  reports 
to  the  division  of  fanwiy  geryices  come  from  neighbors,  relatives, 
and  friends  of  the  potential  abused  child. 

Only  0.3  percent  of  those  reported  cases  originated  from  the 
medical  system;  9  percent  came  from  the  public  schools,  and  there 
was  13.3  percent  that  came  from  the  courts.  In  other  words,  child 
abuse  and  neglect  in  the  State  of  Utah  is  reported  to  the  system  by 
those  who  are  concerned  about  children.  That  is  not  necessarily 
saying  that  that  is  not  true  in  other  States  also,  but  it  is  not  from 
official  reporting  agencies. 

In  my  own  experience  last  year  in  1982  and  for  the  first  3 
months  of  this  year  I  saw  183  sexually  fibused  children.  My  experi- 
ence is  different  than  that  which  you  have  heard  about  at  Cov- 
enant House.  The  age  of  my  victims,  if  yoii  will,  was  from  6  months 
up  through  age  17,  which  is  the  oldest  of  the  children  that  we  see 
at  our  hospital. 

The  average  age,  however,  of  the  children  that  I  see  is  some- 
where around       to  oVa  years  of  age. 

In  addition  to  that,  I  saw  or  supervised  the  seeing  of  108  children 
at  Primary  Children's  who  were  severely  physically  abused  enough 
to  be  in  the  hospital,  and  we  saw  another  53  children  who  came 
through  the  aggravated  sexual  assault  program,  which  is  a  pro- 
gram we  have  for  the— with  the  Salt  Lake  County  attorney's  office. 

The  reason  that  we  have  been  designated,  if  you  will,  as  the  fa- 
cility where  children  who  are  sexually  abused  or  allegedly  sexually 
abused  need  to  be  evaluated  is  because  of  the  strong  feeling  that 
the  act  of'the  evaluation  should  in  no  way  endanger  the  child  or  be 
more  harmful  to  the  child  than  the  event  which  we  are  evaluating. 

We  have  heard  about  the  touch  program  this  afternoon  in  a  va- 
riety of  different  settings;  I  feel  strongly  that  a  physician  is  under 
every  bit  as  much  obligation  as  is  the  parent  not  to  violate  the 
ri.<;hts  of  the  child  during  the  physical  examination. 

Therefore,  we  strive  very  hard  not  to  do  that.  Children  should 
not  bf^  held  down  when  they  are  examined.  In  no  way  should  they 
have  any  kind  of  violation  of  their  willingness  to  give  constant  for 
the  i^xamination. 

Now,  in  terms  of  community  interaction,  our  team  really,  be- 
V  use  of  the  way  it  began,  has  had  community  dialog  since  its  in- 
•'-ption.  I  mentioned  to  you  some  of  the  agencies  and  programs 
nat  participated  with  us  on  the  Governor's  task  force  in  1974. 
Vhose  same  agencies  and  same  programs  now  continue  to  be  in- 

)lved  with  the  team,'  and  new  programs  have  sprung  from  their 
!  ivolvement. 
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For  example,  the  Junior  League  in  the  State  of  Utah  has  been 
the  genesis  for  the  family  support  centers  which  are  similar  to 
crisis  interv^ention  agencies  that  may  be  present  in  other  States. 
They  were  instrumental  in  getting  three  programs  like  that  start- 
ed. 

The  YWCA  has  a  women  in  jeopardy  program  for  spouse  abuse. 
Along  with  the  YWCA's  women  in  jeopardy  program,  they  have  an 
art  therapy  and  diagnostic  program  for  children  who  have  been 
sexually  abused  or  allegedly  sexually  abused.  In  other  words,  those 
agencies  that  were  involved  from  the  beginning,  so  to  speak — not 
that  long  ago — but,  anyway,  from  the  beginning  in  our  State's  ac- 
tivities were  in  fact  involveid  and  are  still  involved  with  child  abuse 
and  neglect  issues  in  the  State. 

The  importance  of  having  the  full-time  employee,  if  you  will, 
from  the  division  of  family  services  as  a  coordinator  of  the  child 
protection  team  must  be  emphasized  again.  I  am  not  sure  how 
many  States  or  how  many  other  teams  have  that  kind  of  coordina- 
tion, but  what  it  really  does  do  is  give  us  dialog  within  the  system. 

There  is  no  pseudoterritorialism.  There  are  no  delusions  of  gran- 
deur. There  are  no  other  activities  on  our  child  protection  team 
except  those  that  are  in  the  best  interest  or  at  least  intended  to  be 
in  the  best  interest  of  the  children. 

It  is  not  "doctor,  this,"  "your  honor,  that."  It  is  Oii  a  first  name 
basis;  both  incoming  and  outcoming,  it  is  on  a  first  name  basis. 

It  is  very  important  for  us  to  have  dialog  also  on  our  tea:n  witn 
the  police  agencies,  with  the  prosecuting  agencies  so  that  they  un- 
derstand where  we  are  coming  from,  but  similarly  so  that  /e  un- 
derstand where  they'' are  '.omin^  from,  becaus")  each  of  us  in  the 
child  protection  issue  has  a  specific  role  in  which  to  function.  Once 
we  understand  one  another's  role  and  orce  we  understand  one  an- 
other's activity,  then  we  respect  and  can  work  much  Tiore  Josely 
and  much  more  efficiently  together  in  the  well  being  of  children. 

As  far  as  how  we  as  a  team-or  how  we  as  a  Stat'^  are  able  to 
garner,  if  you  will,  other  funds,  other  than  the  $85,000  that  we  re- 
ceived in  1982  from  the  nationrl  center,  I  suppose  it  i?  a  wise  and 
miserly  investment,  if  you  will,  by  the  division  of  family  services, 
which  has  provided  seed  money  for  over  ^0  active  current  pro- 
grams in  the  area  of  child  ab::se  and  neglect,  very  Sinall,  most  of 
them,  since  we  have  $85,000  to  use. 

Our  own  team  has  basically  $33,000;  tha^^  is  what  we  received  for 
the  team's  support.  That  is  on  a  fee  for  sendee  basis.  In  other 
words,  there  is  a  tremendous  amount  of  volunteferism  in  at  least 
the  State  of  Utah,  as  I  am  sure  there  is  in  other  ^reas  as  well,  on 
all  aspects  of  child  abuse  and  neglect. 

It  was  interesting  to  hear  what  you  have  been  doinr  in  Connecli- 
cut  in  terms  of  volunteerism  and  money  that  that  actually  has 
saved. 

Finally,  I  would  like  to  just  end  with  one  comment.  I  am  an 
active,  heavily  involved  person  in  child  abuse  and  neglect  in  all  as- 
pects. I  spend  a  lot  of  time  in  court.  I  spend  a  lot  of  tinie  providing 
consultation  for  other  law  enforcement  and  prosecuting  "jurisdic- 
tions. Since  we  have  dialog  with  the  family  practice  residents,  the 
pediatric  residents,  nursing  students,  and  so  on,  60  percent  of 
whom  go  into  practice  in  the  intermountain  area,  and  we  have  an 
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cxlonsioii  of  a  continued  dialog  with  those  that  we  have  worked 
with  in  the  training  process. 

As  far  as  the  funding  of  the  new  child  abuse  and  neglect  issues, 
my  own  personal  feeling  would  be  from  one  whc  is  heavily  involved 
in  terms  of  time,  that  there  are  not  enough  resources  in  the  States 
to  deal  with  the  issues  that  Baby  Doe  would  create  if  it  were  part 
of  the  legislation.  It  would  inundate  the  already  inundated  system. 
It  would  constipate  an  already  waterlogged  system,  and  I  just 
cannol  see  how  $*^0  mil'ion,  or  whatever  it  might  end  up  being, 
could  in  fact  allow — we  have  in  the  State  of  Utah  five  level  3  inten- 
sive care  nurseries.  We  have  eight  level  2  nurseries.  We  have  vary- 
in^ly  the  highest  birth  rate  in  the  Nation. 

It  would  be  very  difficult  to  pull  out  death  certificates,  go  :  X:r 
them,  and  extract  babies  who  would  fulfill  Baby  Doe  criteria 
out  a  tremendous  amount  of  time,  effort,  and  so  on. 

I  thank  you  very,  very  much  for  the  opportunity  to  be  here  th  v 
afternoon. 

•The  prepared  statement  of  Mr.  Palmer  follows:] 
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T<'slmuiny  by 


RtMuthori/alKXi  of  the  CAn\c\  Aburx*  Prcvuritiofi 
£Uic1  Treatinoiit  and  AdoptitTii  Oppori  mitiVs  Act 


Sij!  (  oiinniitL'i*  on  Tainiiy  ;jul  Mun>an  Sorvirt»s 
Con;'iiiti'*L'  Oi\  l.ahor  .ijul  Ikinian  Uesourccs 


April  n,  1^KS5 
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\*t  .  k'L  .j'iiuiM  .u' •  i:'t,inlj('i 1)1  'lu'  Sulji  oinini itin'  (vir  ("jiiuly  aiid  Munuui  .Services. 
.!;v-',-'«\.iti'»  llK*  •\;|)ortituiy  aiir!  |)rjviU'i;c'  viffonicti  iiu'  in  appi.Mriiij;  before  you 
i^is  allt'.-r  v^!. ,     Sf'iutior  Ofnton  h.is  asked  tluil  I  provide  you  with  information 
'  ■ni..„'uiiij;  the   irtiVitu'S  of  our  child  abust?  and  nrijk-f  t  tearti  in  the  state  of 
I  t.it!.     I  K'y-    a\\o  been  :.pot:ifi»:ally  r^'f^iUL-stt-d  lo  toll  yuu  how  our  team  or  our 
tihii';  prv:*t^'c;ion  cMort  has  involved  t'ominuhity  su{>por  t  resources  and  finally, 
Ijo'v  we  hav"  b-.on  able  to  fin<1  non- federal  fundinj;  for  our  proj',rani.    If  time  per- 
fi'ts  in  inv  verbal  commefit,  I  would  like  to  mal;<^  a  few  remarks  concerning  pro- 
p<se(j  lej;is!  itii.v^  to  reauthorize  "The  Child  Abuse  Preventii^n  and  Treatment  and 
A>j;v...  ion  At'forrTi  Act  Amendment  of  19S3."    Mowover,  if  lime  does  not  permit,  \ 
wil'  .  irnaient  oe.  the  bill  in  the  written  testimony, 

[n  or  ivr  to  c.iuler stii/ul  thic  function  of  our  loam  it  is  necessary  to  tell  you  Ci 
iitth?  i)t  how  we  came  to  Ix;.    We,  as  well  as  other  child  protection  interests  in 
our  state,  are  .i/i  out};rowth  of  a  197^*  governors  task  force  on  child  abuse  and 
;ifv;lei  t  in  the  state  of  Utati.     Tliat  task  force  culminated  in  a  governors  comuut - 
tee        chiM  abuse  a'ac\  neglect.     The  commit te  was  corn[)osed  of  a  broad  represen- 
tativvi  irom  groups  concerned  with  th(r  welfare  of  children  and  farrulies.  The 
'  -  Mifnit I'M*  included  representation  Iroin  various  school  districts,  colleges  of 
t'di.u  iti  ^n  .uid  special  e:fucLition,  nursing,  the  school  of  inedicmc,  psychology, 
■tfid       1  \\  work  from  the  uruversities  and  colli.'g(v.  in  the  state.     The  coinrnittee 
al'.vi  jiulucied  representatiofi  from  mental  l^ealth  districts,  hospitals,  consumer- 
alt  airs  ottue^,  pihvi'  agencies,   tlu?  juvenile  court,  detention  centers,  the 
lunior  LeavVif.'  of  Salt  Lake  lUid  Ogden,  the  LBS  social  services,  catholic  chari- 
ti"s,  !li!l  \ir  I/orce  l^ase,  the  children's  center,   (s()ecial  treatutent 
prorj.ens  lor  pres'  liool  children  who  have  significarU  ei noti on. il  illness),  and  <i 
brojd  represent.il ion  from  the  division  of  family  services  in  the  state  of  Utah. 
I'^  .^ilwr  All  fs  oijr  te.'.fn  began  with  broad  bused  c(Mnmunity  and  stato-w-ide  dialo- 
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j',uc'.    The  coinnuin ic.it ion  which  was  estciblistiorl  in  19/^-75  has  bceri  the  basis  for 
our  continued  acceptance  by  the  community.    As  I  will  note  later,  it  is  also  at 
the  basis  of  the  "high  incidence"  of  child  abuse  and  nej^lcct  which  is  noted  in  * 
the  Natioial  Center  for  Child  Abuse  and  Neglect  m  tlieir  yearly  state  sta- 
tistics. 

It  might  be  of  interest  to  comment  on  the  Utah  statistics  in  terms  of  child 
abuse  and  neglect.    In  19S2,  there  were  6,350  reported  cases  of  suspected  chiid 
abuse  ^ind  neglect  to  the  reporting  agency  in  the  state  of  Utah  which  is  pre- 
ferably the  division  of  family  services  or  as  an  alternate,  the  appropriate  law 
enforcement  jurisdictiofi .    Of  these  6,350  reports,  2,37V  were  felt  to  be  valid 
issues  of  cnild  abuse  and  neglect.    In  breaking  those  statistics  partially  down, 
it  would  he  of  interest  to  note  that  6.3  percent  of  those  patients  originated 
from  the  medical  system  including  2.1  percent  from  physicians,  3  percent  from 
hospitals,  .f>  pertrent  rnedical  clinics,  and  .6.  percent  from  nurses,  9  percent 
originated  from  schools,    ^8.7  percent  originated  from  rteighbors,  relatives  and 
friends,  (22  percent,   17  percent,  and  9,7  percent  respectively).    Also,  13.3 
percent  originated  from  law  enforcement  and  court  jurisdiction.    Those  figures 
'do  not  add  up  to  100  percent,  but  I  have  Ofily  keyed  on  some  of  those  that  would 
be  of  interest  to  the  committee.     In  my  own  rase  from  my  experience,  I  saw  183 
■children  at  Primary  Children's  Hospital  in  the  past  15  months  who  have  been 
allt!gcdly  sexiui'.iy  abused.      In  addition,  we  saw  lOS  children  o\'er  the  1981  year 
at  Primary  Children's  where  there  was  some  concern  regarding  physical  abuse. 
Similarly,  the  University  Medical  Center  arm  of  our  child  protection  team  saw 
roughly  the  same  number  of  patients,  or  between  onr  tsvo  hospital  based  teams  we 
Sviw  approximately  500  children  for  medical  evaluation  in  the  system.    In  addi- 
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tio.i,  ii^  ihoro  wrjr  tliirti-tMi  dfaths  related  to  ciiild  ah.usc  oiid  neglect,  and 

tli'Tc  W(»ro  11  deaths  in  19S2.    Approximately  75  percent  of  the  children  who  died 
\».ere  y\^o  involved  in  live -in  boy  friend  situatiivis  aiul  approximately  '^O  percent 
»M  rhra*  01      to  ^  children  of  those  tint  died  were  also  sexually  abused. 
Ik'rause  Pritnary  Children's  represents  a  tratna  ref(;rral  center  which  includes 
(iKL'v.  head  injuries,  we  saw  many  of  ifiose  children  at  iViinary  ourselves. 

It  would  be  of  interest  to  describe  now  for  you,  what  is  the  child  abuse  and 
ru-^iect  tean  that  I  represent.    The  child  protection  team  which  I  am  repre- 
senting before  you  today  is  an  outgrowth  of  the  governors  task  force  in  [97^-7^ 
and  the  then  197^  existing  child  protection  team  at  the  University  of  Utah 
Wedical  Center.    We  include  as  the  director  or  coordinator  of  our  child  protec- 
tiui  team  a  titll  time  employee  of  the  state  of  Utah  the  division  of  family  ser- 
vicer, who  is  the  coordinator.    The  two  arms  of  our  team,  one  at  the  University 
Medical  Center  includes  a  pediatrician.  Dr.  Thomas  Metcalf,  a  child 
psychiatrist,  Dr.  Claudia  Berenson,  and  an  MSW  social  worker,  Nancy  Lang.  The 
arm  of  our  team  at  Primary  Children's,  of  which  I  am  a  member,  includes  a 
pediatrician,  myself,  a  child  psychiatrist,  Dr.  Thomas  Halverson,  and  a  MSW 
child  protectiixi  social  worker  who  has  expertise  in  sexual  abuse,  Mr.  Thomas 
Harrison.     In  addition,  our  team  is  composed  of  regular  participants  from  the 
Salt  Lake  County  juvenile  court  in  terms  of  the  county  prosecutors  as  well  as 
the  Salt  Lake  County  adult  court  in  terms  of  their  prosecutor  participants.  In 
additim,  we  have  members  of  the  Salt  Lake  County  Police  Department  and  the  Salt 
Lake  City  Police  Department  who  are  regular  participants  in  our  team  activities. 
We  have  variov...  other  community  social  workers,  law  enforcement  professionals  as 
well  as  judicial  and  legal  representation  on  a  selected  basis  from  ticne  to  time 
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in  KHit  I'Min  .u  tiviii--'. .     1 1,*'  rc'.juyi'.ibihu-  tlu»i  mif  cliilri  prtUccliof^  team  wa'". 
jpvi'ii  .IS  .1  ro'.ult  oi  ihi'  f;uv<'tiior'.  ta-.l;  fon  t'  was  as  follows: 

1.  Sin»f  iM!r  loam  processes  approximately  500  plus  rhildron  yearly,  or  at  lea'-.t 
i:i  P'yj,  V.--  art-  a  workir.^;  teafii  wliosf  respofisibililies  include  diay;nosis,  treat- 

preveiuivvi,  and  i:onsnUa! i.>i  witii  oifier  prof«"-,Monals. 

2.  We  wcrr  esl.iblislied  as.  a  deniofisiratiiMi  team  aiut  therclon?  we  have  traveled 
thfvHit'.hout  the  state  oi  Utah  as  a  team  to  provide  tcachini^  aiid  or^ani^.ational 
ti'.'iji  lo  other  professionals  throughout  the  state  to  help  thetn  estahli'ih  child 
abasi.'  .uid  nc^.; lect  prj>;rams  for  the  professionals  in  their  area,     in  tl^c  past 


year,  we  have  traveled  to  Price,  Vernal,  Cedar  City,  and  will  soon  {\ 
f.x-  workshops  on  rhild  abuse  and  neplcct  artivjtes. 


to  Moah 


In  addithvi,  indive.Ujals  on  ttie  team  iiave  lauj;ht  »*xlei\sively  to  var'ious  pro- 
fess i.-ji.t  I  .r  I  lav  f'r«->tips  throui',|-,otit  lltah,  Id.ilio,  Wyomiiij;  and  into  tfu7  four  ror- 
ners  arva       l'l,ii>,   Ari/ix^a,  New  Mexico  and  Colorado.     The  discussions  which  wt 
liav"  ,;iv«"i  ;n  those  areas  were  to  inedicat  staff,  state  PTA  activities  as  well  as 
h-t-.U  ITA  prOf;rains,  paramedics,  euu-rgency  medical  technicians,  the  !]unior 
L«'aj;ije,  the  Lit'-rary  C!lub,  the  Leajjue  of  Women  Voters,  tlie  Catholic  Wornens 
Orf,.ir.f,*.ition ,  and  also  have  had  tlie  opportunity  to  si>eats  at  many  f\igh  school 

',-.'>  -ictiviiii'S  in  chihi  psycholof;y  and  child  r!(;v(?|e[Mr,o;it  in  the  Salt  Lake  ..ret 
.e.  well  vis  ether  .ir^as  in  the  state.     We  part  cipatc  at  th.e  {graduate  level  in 
Ihic  SI  hv)o[-,  ot"  psyciiiMo^v  and  scu  ial  work  in  the  cfiild  abuse  and  nej^lect  pr<.)|',ra!ii 
v.ithin  thi*  ^.Taduaie  schools  of  those  colle);t*s.     We  .dvo  jirovldc  yearly  sessions 
:a  the  I'l.ili  Stat'*  Poli'  ;-  Acai.lemy  lyi  issiirs  of  child  abiist*  anri  n(»|;lect. 
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''^       iin;K>r 'tnt  I.-  tfi.it  .ili  ol  tl.r  iiiftniit^rs  of  our  tciir:.,   (including;  tfic 

o-jMiv  Pt  uStM  ijtor:.,         ',0(.:k\!  tli<-  jjsychi.itr  ists,  ^irtd  the  pedia- 

:r;r-i.uis)  :,AV"  rcj'.tjljr  dialogue  ^vith  tho  rnedicjl  stucli-tits,  the  family  practic- 
■        ■■•■^atrr-  i\'M  !..'nrs^  and  the  iuir'unj*,  .uid  social  work  btudcrits  in  colleges  of 
'  ia!i  st.itf.  I Jniv.;rsity  of  Utah,  and  tfiO  Rrigham  Youti};  IJtiivorbity.     In  the  car.e 
of  ::h'  pe.iiatrii  KL'is  .u)d  tlie  psychiatric'  and  social  sxork  component  of  the  team, 
ui.'  provide  daily  dialogue  with  family  practice,  pediatrics,  and  medical  student 
pntfc'.Monaj Thri  i-.  important  to  note  because,  vjpproxirnatelj  70  percent  of 
the  prdiatrici.uis  who  leave  t{)e  University  of  Utah/Primary  Children's  Ho:,[>:lal 
\teOjcal  Clunter  pediarrit  residency  program  enter  private  practice  in  the 
innermountain  area.    Similarly,  approximately  SO  percent  of  the  family  practice 
ii'sidriits  efit«.'r  private  practice  in  the  innermountain  .irea  as  well.    This  gives 
us  cofitinued  dia!^\i;ue  \vith  the  physician  in  practice  and  gives  U:.  access  to  thcrn 
vind  :  I'-ni  to  us  jor  "onsultation  and  case  referal  and  management. 

*<.    Our  uwn)  has  als.)  t)een  charged  to  help  other  areas  in  the  state  establish 
'aid  protfC'io*!  teanii,  and  there  are  now  ongoing  teams  in  Ogdon,  Provo,  as  well 
as  otherb  I  ■•y; inning  h,ere  in  tlie  Salt  Lake  Valley.    In  terms  of  community  and 
state -widv  arc  rpta:n       it  is  important  to  note  that  all  of  the  members  of  our 
team  huivo  rt-matnod  the  same  as  wtien  we  were  established  in  1975.     It  is  also 
important  to  note  that  witfi  the  exc:eption  of  our  state  division  of  family  ser- 
vi- (■  .  .  iH^rdinator  all  of  us  tvive  other  full  ti;fM'  responsibilitres  in  our  various 
rei>ft:ti      m^'dical  ceiUer  responsibiiities. 

Sp-ne  f:ornm(Mits  o<i  the  '.'lah  st»itistics 


Jlv  '.tar-'  oi  Utah  fvis  the  sixth  highest  irv.  tdence  of  child  abuse  per   1 OOQ 
:r-v"i  of  a/r.'  of  *!ie  stat»_'S;  whv/ 
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1.  vVir   tiMin  \  ounlin.itDr  i*>      lull  titno  ctnployoc  of  tlic  state  of  Utah  and  is 
N-rsiMi  a  cluKJ  protectiofi  worker.    This  gives  us  cofisiderable  credibility 
within  tho  systetr^  as  f.ir  as  the  field  workers'  in  child  protective  services; 

alio  J.'.  '  .'.ituuiff!  dM!v:»r,jo  iind  coinnuirticatiou;  orul  nllo'-vi,  acceptance  by  our  team 
of  other  professionals  and  similarly  allov;s.  the  team  to  w^-\''n  entrance  into  tlie 
system  throuj^hout  the  state.    In  other  words  there  is  (^i};oirjg  bi-directional 
comirimicat ion  aiid  interacti^'i  which  fosters  activity  and  child  protection 
reporting. 

2.  There  is  no  pscudo-tcrritorialism  or  false  delusions  of  grandeur.    We  are 
all  hard  working  committed  individuals  to  the  welfare  of  children  and  are  on  a 
lirst-name-basis,  again  this  gives  us  acceptance  by  other  child  protection 
workers  .uul  increases  the  likelihood  of  referral  bo'h  within  and  without  the 
sy*>tem , 

3.  Tir. -illv.  all  of  us  are  cofntnitted  child  and  family  advocates.    We  have  been 
able  to  -  ork  together  long  enough  that  we  still  enjoy  the  respect  of  each  other 
and  have  come  to  appreciate  the  particular  strength  that  each  of  us  possess  and 
also  the  knowledge  and  understanding  of  the  system  within  our  state,  both  its 
strengths  .JKi  its  weaknesses. 

'i.     IW  Virtue  of  our  teams  interaction  with  law  cnfori     Mont  and  the  judicial 
■  ■ompivi .  of  our  state  ciiild  protection  activity,  we  have  developed  credibility 
as  expert  witnesses  in  the  court;  and  therefore,  we  spend  a  considerable  amount 
tiiiiO  in  court  testifying  for  and  on  behalf  of  childrerj. 
."^11  of  til','  above  with  the  very  broad  reporting.  Uiw  which  is  present  in  ou: 
plu'i  tho  slato  '!tMnoj;raphic  and  g(?ogr»:p'^ic  population  characteristics 
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'.t.<ti',  ;>iii'.  thr   .f.iti-  .li'(MO);f .iphir  .mrl  ;,',fii);r.i;)luc  pn[ni|;ttH^n  rhnracl'.Tistirs 
.u!(l<,'.l  to  til'.'  ml.iTciuIv  lii|;h  vmIih*  of  'hildmi  iit  iht.-  state  of  Ut;ili  create  the 
fu,;l:(rr  likrli^.ooJ  for  t:hild  abuse  and  mo^Um  t       lie  reported  to  a  responsive 
^.  .tt-rn.     Howi-ver,  it  is  really  irninatennl  whether  iJtah  has  t!v.»  highest  or  Hie 
l.^A'.'bt  in*  ivionce  of  rhild  abus*!  and  nef;ler:t;  we  hav:*  more  than  enough  child 
abiiw  .'/id  nLv^lrct  in  our  -itaie  to  keep  all  of  us  rnon'  than  overly  busy. 

I  x'ould  next  like  to  tell  you  of  our  involvement  with  the  corntn unity  support  i 
af;etu:ies  :uid  organization.    Because  of  the  initial  task  force  approach  in  the 
tackling  of  child  abuse  and  neglect  in  the  state  of  Utah,  there  were  many  groups 
involved  a.long  wiTli  the  original  child  abuse  and  neglect  team  in  the  creation  of 
a  child  protection  network  in  the  state  of  Utah,    These  community  agencies  liave 
til  Til  jnstniinuntal  in  Creating  new  programs  in  addition  tr»  tlie  original  support 
.ui.i  fsiiurce  '.vtiu:h  they  provided  in  the  governors  task  force  activity.  For 
rxacipl.-,   rl.rt  -  are  lay  therapy  groups,  (Super  Parents),  which  liave  been  created 
throa.»;fi  liu'  divisnxi  «:  f  family  services  in  many  areas.     Also,  tlie  Y\X'CA  has 
r.rva:;.'d  ,i  vwinien  in  jeopardy  program  (whicli  deals  with  spouse  abuse),  along  with 
V:c'.r  Ti:i.\  .\^OM  Program.    The  family  support  centers  are  heavily  used  by  our  team 
as  a  roferr.il  source  in  the  community.    They  offer  parents  who  recogniz^^  the 
risr^  of  pott-ntial  abuse  witlun  their  farnilies  to  leave  their  children  there  or 
in  fart  ^tay  there  tliems.^lves  for  up  to  72  hours  without  any  charge.    There  are 
vcWijaofr  tt-.erapists  and  child  c  »re  workers  in  the  family  support  centers.  The 
cjhildren's  Center,  (wliich  iire  privately  funded  progratns  for  severely  disturbed 
rht!..'ren)  ari:  support  centers  which  have  been  instrumental  in  providing 
pLirofJtmg  experiences  for  potentially  abusive  or-  actually  abusive  parents.  The 
p.ircn!  Ill);  ( Lninies  mav  he  volunt.irilv  taken  or  may  he  court  order«'d.     We  have 
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w.tv  t!^'  <  01  111  I  i  1.1.  It  V  :  •".^  urct  s  availahli:  to  parent,  scliools,  professionals,  and 
ott-.'t  .groups  who  Ai'.'  iht-T'-',ti'    in  tfn'  prevention  o(  chiklhuod  i^exual  abus<!. 
I'K-Iuocd  in  the  brochure       a    :e:,:;i  i;)ti»  n  o!  the  prehleni  and  its  iriagnitude  and  a 
[f.tini;  n(  •ii>inL'  oljUie  r. -sources  tl;.\l  are  .u'ul.iblf  iu  .i  f>rivati'  and  vokruee-r 

(unded  basi^: 

1.  The  .irt  tiierapy  pro};r.i!ii  for  soxu.dly  ahuv,M!  chihTen  in  assoriation  with  the 
>'V^».:A'5  Womeri  i;i  j-.ipardy  pro^;rarn. 

2.  "i.tuld  Abuse,"  a  slide  presentation  on  the  history,  c.'.uses,  ar.d  prevention 
of  ^hilJ  abu'A-  and  nej-.K-ct  in  the  statr  of  Utah  is  r,pansorcd  by  llic  women's 
autUi.iry  of  the  Ulah  Stale  Medical  Association.    This  slid*.-  prescntatioJi  is 
aimed  :A  pririiary  school  age  children  and  is  hoped  to  be  a  preventative  rool. 

I--.  .iMl.'rr:.'.  I  c:il-'rb  vvhose  resources  that  Jiav(,'  alrcvidy  U;cn  luentiora-d. 

1,^     Ti;^.    ■■;  MTvic-  of  Utah  with  particular  emphasis  on  hrlpin;^  in  place - 

m'jnt  of  "siit'i.  i.ii  lul  itrn"  for  adoption  .ind  .Uso  counselinj;  adolescent  {',irls 
rcy^ari-'i.  i'  :1m.'  dfCjsii>>  of  eitht.r  1  eepin^  their  ch'dd  oi  placing  the  child  for 
adop'.iv'-.   \:vl   lUo  (  .-iiri^elin}',  on  the  irii  pi  tear  ions  of  eac:h  decisio'i. 

^.     The  .:o;nnu;ni:y  rrisis  ceuter  is  a  private' non-profit  l.iniied  Way  suppori'.-'d 
.t:',e-v-"v  s.-.ope  irK;!',jdes  drug  :jv:i  alcohol  al.MSf,  sciiool  leased  dru^  and  alco- 

.'•■•Mlior^  prot',r.un:>,  -'ind  al.so  is  the  house  or  ihr  resiurni:e,  if  you  will, 
for  t'ne  •,■  '  'nts  united  program,  a  :;elf  help  pro|;rain  for  sexually  abusive  per- 
petrators, :h(.  ir  faiiulies,  and  the  victims  witliin  the  familirs. 

Fatnily  s'lpi  ort  rorUers  as  already  du-;<:rihvd  in  Salt  Lakf.-  City  and  Ofiden  and 
•-•r i,:inatod  hv  ih<'  luniiT  l.eajMie. 
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6.  Family  support  ccutiTS  iis  already  dt^srribed  in  Salt  Lake  City  and  Ogdcn  and 
originated  by  the  Junior  League. 

7.  The  guardian  ad  litem  program  of  Salt  Lake,  Ogden,  and  in  the  process  of 
being  establislied  in  Price,  Vernal,  Logan,  and  throughout  other  DSS  districts  in 
the  state  of  Utah.    The  child  protection  team  has  given  workshops  for  these 
volunteers  who  will  be  the  child's  advocate  during  the  court  process. 

S.    The  Legal  Aid  Society  of  Salt  Lake  City  which  stresses  services  free  of 
charge  to  youths,  their  parents,  and  their  families. 

9.    Mothers  Against  Drugs  (MAD)  which  is  affiliated  with  the  Odyssey  Houtie  and 


is  aimed  at  ssening  drug  and  alcohol  abuse  at  home  .uid,  thereby  les".ening  the 
risk  of  child      .'se  and  neglect  for  the  children, 

10.  "Parents  Leu      Ik"  which  is  a  program  sponsored  by  again  the  Utah  State 


helping  p;irents  provide  sex  education  for  their  children  in  their  home. 

II.  I  iiuilly  \\'.c  pamphlet  described  the  Parents  United  and  Daughters  and  Sons 
L'nlievi  st^li-nelp  and  referral  program  for  incest  victims.    There  are  many  other 
progr;t:MS  in  the  :>tate  particularly  concentrated  from  Log.m  in  the  north  to  Vro^'O 
in  ihu  S:>'!t:i  or  along  tlio  Wasatch  front,    SO  percent  of  the  population  it^ 
state  of  LlTiih  is  also  Cun»';t.'ntrated  in  this  area.    Our  current  challenge  in  our 
state  prorr  itn  js  to  extend  the  many  resources  which  are  available  to  parents; , 
profesr.ii'inai'.,  anfl  tl.ildren  in  this  area  to  iesuT  populatrd  areas  ii^  our  state. 

In  the  area  of  non-fedrra!  fc^uing  '.l.^re  ha^:  bern  considerable  success  ii> 
creating  voiunteeribm  as  yo'.:  ini;;lit  appreciate  uoin  the  partial  dcscriplionti 


Me  d  i  ca  1  A  ssoc  i  a  t  i  on 


;?en's  Auxiliary  and  the  March  of  Dimes  which  is  aimed  at 
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already  nifntuxu-d  o(  proj'fains  available.    It  is  wortii  noting  that  the  state  of 
L'tali  rL'Cc'ivvd  in  1^:52,  85,000  dollars  from  the  National  Center  for  Child  Abuse 
and  N'oglL'ct.    Thh  division  of  family  services  in  our  state  has  been  successful 
ir,  investing  these  funds  wisely.     In  the  past,  and  as  well  currently,  there  are 
5omc  forty  small  contracts  which  have  been  awarded  through  the  use  of  these 
funUs  including  our  own  child  abuse  and  neglect  team.    Many  of  the  current  pri- 
vately funded  and  volunteer  programs  were  originally  seeded  through  the  use  of 
these  funds.    The  success  of  the  program  has  stimulated  the  Utah  State 
Lcgislatur.e  to  provide  an  addition.-\l  3  to  ^  million  dollars  yearly  to  support 
child  protection  and  cluld  anO  \.;oily  well  being  program  in  the  state  of  Utah. 
!n  our  own  team,  there  is  a  heavy  degree  of  volunteerism.    We  have  a  contract 
with  the  state  of  Utah  for  approximately  33,000  dollars  a  year  to  provide  ser- 
vices for  the  many  programs  mentioned  on  a  lee- for -service  basis.    As  you  might 
expect,  it  is  HLcessary,  in  order  to  do  what  I  have  described  for  you,  to  have  a 
considerable  irnount  of  volunteer  activity  in  order  to  "live  within  our  budget." 
This  loads  to  r.oinc  final  remarks  which  I  wish  to  leave  with  you  concerning  the 
current  bill  pending  in  both  the  House  of  Representatives  and  before  this 
ccrnmitee.    As  I  mentioned  previously,  I  h^ve  seen  approximately  IJO  allegedly 
sexually  abused  children  in  the  past  15  months.    My  own  activities  are  only  an 
example  of  the  kind  of  activity  that  many  other  professionals  in  the  area  of 
child  abuse  and  neglect  find  themselves.    They  work  very  hard  and  always  find 
themselves  in  short  funding  situations.    It  is  necessary  for  our  own  team  to 
"scrounge"  from  various  funds  in  order  to  even  continue  with  some  of  the 
programs  which  I  have  mentioned  above.    Were  the  child  abuse  and  neglect  effort 
to  be  diluted  by  considering  the  "Baby  Doc"  issue  as  part  of  the  child  abuse  and 
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neglect  enabling  legislation,  it  would  be  a  tremendously  difficult  situation  in 
which  to  work  with  the  already  existing  programs  .uid  many,  many  children  who 
need  services  with  the  limited  funds  available.    Imagine  if  you  will  the  number 
ol  newborn^ii^ensive  care  nurseries  that  exist  throughout  the  United  States,  we 
have  five  or  six  in  the  state  of  Utah  alone.    Similarly,  imagine  the  fiumber  of 
infants  who  would  be  born  with  characteristics  that  might  fit  the  "Baby  Doe" 
description  in  the  legislation  —  that  is  severely  and  congenitally  involved 
infants.     Also  consider  the  magnitude  of  the  task  of  non-professionals  screening 
birth  certificates  (which  would  be  the  only  way  to  accurately  assess  the 
problem)  a;id  corning  up  with  many  infants  who  might  fit  the  broad  criteria  for 
"Baby  Doc"  but  who  in  reality  would  have  non-similar  medical  histories.  It 
would  take  substantially  moie  manpower,  financial  aid,  and  would  involve  non- 
professionals interacting  with  situations  which  are  highly  technical  in  lerms  of 
the  medical  problems  and  the  indicated  treatment  described  to  even  come  close  to 
making  some  kind  of  an  assessment  as  to  the  number  of  these  children  who  might 
be  "abused  or  neglected."    Not  only  would  it  burden  the  medical  systems,  the 
needed  funding  for  the  professional  or  non-professionals  to  interact  and  case 
find;  but  it  would  also  burden  the  already  over-burdened  child  protection 
program,  (the  average  case  load  of  the  child  protectitxi  worker  in  the  State  of 
Utah  varit.s  between  20  and  50  children),  and  of  course  finally,  the  courts  both 
juvenile  as  well  as  district,  would  become  even  more  water  logged  and  consti- 
pated than  they  currently  are.    As  you  might  suspect,  I  would  not  be  an  advocate 
for  the  enactment  of  that  legislation.    However,  I  recognize  the  rights  of  the 
"Baby  Doc"  children  and  would  certainly  feel  strongly  that  the  systems  involved 
in  the  already  active  hospitals  professional  and  ethical  programs  as  well  as  the 
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President's  Coninnsr.ii:xi  for  the  Study  of  Ethical  Problems  in  Medicine  an- 
Biomedical  and  Behavioral  Research  have  already,  and  do  daily  deal  with 
issue.    1  would  hate  to  see  the  already  diluted  cuid  insufficient  funds  be 
even  more  diluted  through  enactment  of  legislation  such  as  this. 

In  conclusion,  I  very  much  appreciate  the  opportunity  to  share  with  you  the 
information  and  the  activities  of  our  child  protection  team  in  the  state  of 
Utah.    Similarly,  I  also  appreciate  the  opportunity  of  sharing  with  you  the  tre- 
mendous amount  of  volunteerism  and  successful  community  interaction  which  is 
present  in  the  child  protection  arena  in  the  state  of  Utah.    I  hope 'that  my 
remarks  may  have  been  of  some  interest  to  you,  and  help  to  yov:  as  you  consider 
the  reappropriatioo  of  the  child  abuse  funding.    Hopefully,  it  might  be  even 
funded  at  larger  amounts  the  currently  anticipated.  - 
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Senator  Dknton.  Thank  you,  Mr.  Palmer. 

Mrs.  Bigger,  I  want  to  welcome  you  publicly  since  you  are  from 
my  home  State.  I  am  glad  to  see  you  here  and  congratulations  on 
the  work  you  are  doing  with  Parents  Anonymous  in  Alabama. 

You  mentioned  to  me  privately  when  we  met  that  you  did  need 
the  seed  money  because  you  have  the  volunteers  available,  but  you 
do  need  that  money.  And  I  favor  Government  programs  which  de- 
liver services  through  ongoing  programs  by  paving  the  expenses  of 
that  program.  It  is  synergistic,  whereas  going  tnrough  an  entire  bu- 
reaucracy, the  managerial,  clerical,  people  of  that  nature,  present 
enormous  expense. 

I  have  seen  some  material  in  your  testimony  that  $75  a  year 
covers  the  cost  of  servicing  one  family. 

Ms.  Bigger.  I  believe  we  say  that  one  family  can  be  serviced  with 
between  $50  and  $75  a  year.  As  far  as  volunteers  are  coiicerned,  we 
man  a  24-hour  phone  line.  We  have  100  people  on  our  support  com- 
mittee. We  have  a  24-member  board  in  Calhoun  County.  And  w^hen 
I  talk  about  Calhoun  County,  it  is  because  I  know  about  it.  But 
these  same  things  are  being  duplicated  in  other  counties  in  the 
State.  Then  we  have  the  people  involved  in  our  parenting  pro- 
grams, in  the  teaching,  in  the  setting  up  of  the'programs  with  the 
city  and  county  schools. 

We  have  the  churches  who  do  our  transportation  for  us.  We  have 
24  churches  who  take  a  month  about,  doing  our  transportation.  I 
would  say  that  we  get  $75,000  a  year  in  volunteer  services  for  the 
little  amount  of  money  that  is  put  into  one  county  in  Alabama. 

Senator  Denton.  How  much  progress  have  you  seen  achieved  in 
an  area  in  which  others  seem  not  to  be  addressing;  that  is,  helping 
children  who  have  been  abused? 

Ms.  Bigger.  I  think  we  are  making  progress  *^here,  too.  We  held 
the  children  and  baby  sat  with  them  for  about  3  years.  And  then 
last  year  in  May  we  made  application  to  the  National  Parents 
Anonymous  for  $4,000  as  seed  money  for  a  program.  We  have  been 
running  a  whole  year  now  on  that  $4;000. 

But  what  we  do,  we  pay  consultant  fees,  and  then  these  people 
recruit  and  train  the  volunteers  in  the  nurseries.  We  do  see  prog- 
ress. We  had,  for  example,  one  family  where  the  oldest  little  boy — 
there  were  three  boys— had  been  sent  to  a  home  away  from  Ala- 
bama because  ncTfoster  home  could  take  care  of  him. 
:  Now  we  have  the  two  younger  children  and  Brad  and  Montez 
both  afe  really  hyperactive  children.  And  they  do  need  supervision. 
But  they  are  making  progress,  and  the  week  before  last,  I  believe  it 
was,  when  Brad  came  in,  there  was  a  little  confusion,  and  so  not 
wanting  to  be  a  part  of  this,  he  asked  to  be  put  in  the  timeout 
chair.  We  felt  then  that  he  was  making  real  progress.  The  child 
care  volunteers  are  doing  things  with  empathy,  with  behavior 
modification  techniques  and  with  the  timeout  chair,  and  these 
things  I  think  are  really  helping  the  parents. 

We  are  also  talking  to  the  parents  about  what  we  are  doing  for 
the  children  so  that  they  will  go  home  and  carry  through  with 
some  of  these  things. 

Senator  Denton.  How  much  of  your  funding  comes  from  private 
sources?  ' 

Ms.  Bigger.  We  are  funded  by  United  Way. 
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Senator  Denton.  You  are  funded  by  United  Way? 

Ms.  Bigger.  We  are  funded  by  United  Way  and  private  donations 
in  our  county.  And  then  our  $32,500  grant  on  the  State  level  came 
through  the  Alabama  State  Department  of  Pensions  and  Security. 
We  received  that  in  December,  and  that  is  the  money  that  we  used 
to  hire  our  new  State  director  and  set  up  a  small  office  in  Ala- 
bama. '  ,         t  L 

Senator  Denton.  Mr.  McNally,  I  want  to  jom  all  of  those  who 
would  commend  Johnson  &  Johnson  for  their  altruistic  involve- 
ment in  child  abuse.  The  Levi  Strauss  Corp.,  and  the  SchoU  Foun- 
dation have  also  been  involved  through  Parents  Anonymous  orga- 
nizations. How  would  you  suggest  that  we  successfully  solicit  fur- 
ther participation  on  the  part  of  the  private  sector  in  this  area? 

Do  you  know  whether,  for  example,  there  is  anything  in  the 
President's  report  on  the  private  sector  task  force  initiatives? 

Mr.  McNally.  Personally,  I  do  not  know  that  there  is  anything 
in  that  report,  but  it  seems  in  the  couple  of  programs  that  we  have 
run  to  promote  corporate  awareness  that  corporate  members  talk- 
ing to  other  corporate  members  is  one  of  the  best  ways  to  get  other 
people  to  do  things  and  to  get  other  corporations  to  go  along. 

And  it  seems— that  seems  to  be  the  most  workable  solution.  It  is 
almost  a  one  on  one. 

Senator  Denton.  Do  you  have  other  companies  in  your  area  with 
plans  to  participate?  -i   j  ' 

Mr.  McN>XLY.  We  have  a  number  of  companies  that  do  donate  to 
our  chapter,  and,  for  example,  Merck,.  Prudential,  Squibb,  Allied 
Chemical,  Knowle  Pharmaceutical;  there  are  a  number  of  corpora- 
tions in  New  Jersey  that  do  donate  time  and  money. 

Senator  Denton.  Your  Chestnut  Street  project  is  certainly 
worthwhile.  Do  you  plan  for  any  more  such  primary  prevention 
projects? 

Mr.  McNally.  We  have  applied  for  a  grant  from  Gulf  &  Western 
that  would  extend  the  Chestnut  Street  project  to  a  day  care  center 
also.  So  it  would  be  a  continuation.  The  Chestnut  Street  project, 
that  parent  linking  project,  has  helped  over  760  families  in  the 
State  of  New  Jersey  in  the  IV-i  years  that  it  has  been  running. 

So  we  hope  to  expand  it  in  that  manner. 

Senator  Denton.  Thank  you,  sir.  t 

Mr.  Sherman,  I  was  not  here  for  your  testinipny;  however,  I  read 
your  testimony  last  night,  and  I  would  want  to  congratulate  you 
for  your  comprehensive  program  and  the  effectiveness  of  the  Camp 
Fire  program.  . 

I  noticed  you  had  references  frequently  to  boys  m  there.  1  nave 
heard  of  Camp  Fire  Girls;  I  have  never  heard  of  Camp  Fire  Boys. 
How  does  that  work  out?  ^     ,  , 

Mr.  Sherman.  Well,  Mr.  Chairman,  Camp  Fire  became  a  coed  or- 
ganization 7  years  ago,  and  changed  the  name  from  Camp  Fire 
Girls  to  Camp  Fire,  Inc.  . ^ ,     ,  •  ^. 

I  am  the  first  male  director  since  1943  to  head  the  organization^ 
And  of  our  500,000  members  at  this  particular  time,  roughly  lo 
percent  are  boys,  and  it  is  an  ever  increasing  number  of  our  mem- 
bership. We  offer  the  same  range  of  programs,  camping  programs, 
our  small  group  club  programs,  and  innovative  response  programs 
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to  boys  and  girls  separately  and  together  at  all  different  levels 
within  the  Camp  Fire  program. 

As  a  matter  of  fact,  in  your  home  State  in  Birmingham,  Ala.,  we 
haVe  one  of  our  fine  Camp  Fire  programs  in  operation  that  serves 
both  boys  and  girls,  that  is  doing  youth  employment  programs. 

Senator  Denton.  Have  you  been  able  to  enlist  community  agen- 
cies into  your  efforts  to  educate  people  about  sexual  abuse? 

Mr.  Sherman.  We  have  done  a  nationwide  prevention  education 
program  in  the  area  of  abuse  and  sexual  abuse,  and  many  local 
projects  emerged  from  that.  And  most  of  those  local  projects  were 
collaborations  in  local  communities  between  community  youth 
serving  organizations,  child  organizations,  universities,  the  United 
Way,  and  other  Camp  Fire  programs. 

And  so  there  has  been  a  good  deal  of  collaboration  that  has 
taken  place  as  a  result  of  the  education  and  information  program 
that  we  have  established. 

Senator  Denton.  Ms.  Vecchiolla,  I  apologize  for  not  having  been 
in  here  for  your  oral  testimony,  and  you  did  not  have  a  written 
statement. 

Ms.  Vecchiolla.  I  do  have  a  written  statement.  Senator  Denton. 
I  am  sorry  it  is  late.  My  secretary  was  on  vacation  last  week. 
Senator  Denton.  I  know  the  problem. 

Ms.  Vecchiolla.  I  also  have  for  the  record  two  pieces  of  material 
that  I  would  like  to  submit.  One  is  a  copy  of  issue  of  "Connecticut's 
Children,"  which  I  think  you  might  find  interesting,  as  well  as  an 
overview  of  the  Connecticut  model  system,  which  is  the  program  I 
spoke  about  in  niy  testimony. 

Senator  Denton.  With  your  indulgence,  then,  I  will  read  all  of 
your  material  and  then  send  you  written  questions. 

Ms.  Vecchiolla.  Thank  you. 

Senator  Denton.  Dr.  Palmer,  we  hear  a  lot  of  complaints  about 
the  Baby  Doe  provisions,  but  not  many  constructive  solutions.  Do 
you  have  any  ideas  about  what  we  can  do  to  prevent  such  a  horri- 
ble form  of  child  abuse  as  denial  of  nutrition  and  treatment  to 
handicapped  infants? 

Mr.  Palmer.  I  believe  that,  first  of  all,  I  think — I  guess  the  direct 
answer  to  that  question  would  be  that  I  think  that  many  of  the 
people  who  are  working  in  newborn  intensive  care  nurseries — in 
fact,  before  I  came  here  to  testify,  I  talked  with  the  directors  of  our 
newborn  intensive  care  nurseries,  which  are  networked  with  the 
University  of  Utah  program,  and  we  really  had  a  hard  time  think- 
ing of  any — perhaps  maybe  two— that  we  could  think  of  collective- 
ly, infants  that  would  fit  the  Baby  Doe  kinds  of  issues  that  are  laid 
out  in  this  concern. 

I  think — I  guess  I  feel  that  many  people  who  are  in  newborn  in- 
tensive care  nurseries,  most  neonatalogists  that  I  know,  most  of  the 
geneticists,  at  least  that  I  am  personally  acquainted  with  in  our 
program  in  Salt  Lake,  are  advocates  for  Baby  Doe  children,  and  are 
not  involved,  at  least  in  the  things  that  Baby  Doe  legislation  is  at- 
tempting to  prevent. 

And  my  concern,  of  course,  in  that  issue — and  looking  at  it  per- 
haps from  our  own  State  s  issue — would  he  that  it  would  be -terribly 
difficult  to  clarify  who  is  a  Baby  Doe  under  the  circumstances 
where  someone  is  being  denied  appropriate  medical  therapy;  you 
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know,  what  is  appropriate  medical  therapy?  And  by  whom  should 
that  be  decided? 

And,  you  know,  I  believe  that  promotion  of  the  well  being  of  chil- 
dren, truly  being  children's  advocates  is  the  best  way  to  deal  with 
the  issue/  I  do  not  .know  that  putting  up  signs  and  clogging  the 
system  by  looking  at — trying  to  find  infants  when  there  are  so 
many  other  infants  and  children  who  need  that  money;  I  am  not 
sure,  at  least  in  this  funding  time,  is  the  appropriate  use  of  funds. 

Senator  Denton.  I  wish  you  had  been  at  our  hearing.  We  came 
pretty  close  to  reaching  a  meeting  of  the  minds  with  those  among 
whom  such  a  meeting  would  be  unanticipated:  The  representation 
from  the  American  Academy  of  Pediatrics  took  the  position  that 
the  Government  ought  to  stay  out  of  that. 

And  I  acknowledged  to  myself  as  I  approached  the  hearing  that 
the  nub  of  the  matter  was  the  term — there  are  various  ways  .of 
saying  it,  but  what  was  your  term,  ordinary  medical  treatment? 

Mr.  Palmer.  Acceptable  medical  therapy. 

Senator  Denton.  Yes.  OK.  There  are  several  terms  used  for  that. 
]^ut  it  sort  of  begs  the  question  to  assume  that  that  is  always  a  def- 
inite and  biack  and  white  definition.  However,  what  came  out  of 
the  hearing,  I  think,  as  a  result  of  the  Surgeon  General's  testimony 
and  the  other  testimonies,  is  that  what  is  really  intended  by  our 
bill  language  is  not  a  gross  generalization  about  overall  care  of 
children,  but  a  more  specific  approach  to  something  which  the 
American  Academy  of  Pediatrics  itself  reports  in  its  journals  as 
having  betn  grossly  misunderstood.  For  example,  there  are  now 
new  treatments  for  spina  bifida,  which,  if  they  are  implemented 
early  and  properly,  can  change  markedly  the  expectations  which 
have  been  brewing  in  the  minds  of  too  many  regarding  the  pessi- 
mistic outcomes  for  those  children. 

It  seems  that  the  actuality  is  that  what  the  Department  of 
Health  and  Human  Services  regulation  does  is  not  address  the 
broad  general  area,  but  rather  specifically  spina  bifida  and  other 
defects  where  therapies  are  known  to  exist.  The  intent  is  to  insure 
that  nourishment  is  not  turned  off  for  a  child  for  these  very  limited 
defects  which  the  government  believed  were  not  being  treated  in 
some  cases,  perhaps  not  fronri  a  motive  of  anti-Hippocratic  princi- 
ple, but  from  ignorance  because  it  is  a  new  and  fast  developing  ex- 
pertise. 

And  information  about  treatments  was  not  getting  around  in  the 
profession.  It  is  not  a  perfect  regulation.  But  I  was  persuaded,  and  I 
think  most  at  the  table  were— in  fact,  I  would  hazard  to  say  all 
were — that  unless  it  proves  to  be  troublesome  in  these  sense  that 
you  mentioned,  namely,  that  in  many  cases  it  is  impossible  to 
make  a  determination  it  is  better  to  go  ahead  with  it,  with  the  un- 
derstanding that  it  applies  to  that  which  would  previously  be  out- 
lined as  the  area  of  application. 

That  is  the  one  missing  link  in  that  law,  I  believe,  for  what  it  is  ' 
worth. 

Mr.  Palmer.  Senator,  my  concern  is  in  one  sense  that  we  take  a 
setting  where  a  decision  has  to  be  made  as  an  emergency,  which  is 
what  must  be  done  in  terms  of  spina  bifida  or  myelomeningocele; 
that  is,  if  the  child' has  an  open  spine,  that  must  be  closed  in  the 
first  48  hours  of  life  or  the  child  will  get  meningitis  60  to  70  per- 
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-ent  of  the  time.  So  it  is  difficult  to  make  a  decision  knowing  that 
that  will  in  fact  last  with  the  child  for  the  rest  of  his  or  her  life. 
And  yet  

Senator  Denton.  What  is  going  to  last?  There  was  much  testimo- 
ny about  people  ignoring  the  advice  of  doctors  who  said  their  child 
was  going  to  be  a  vegetable.  They  went  ahead,  had  the  therapy  ap- 
plied and  the  child  was  not  a  vegetable  at  all.  We  had  examples  of 
kids  being  stars  on  television  shows  and  things  like  that. 

Mr.  Palmer.  I  agree.  I  think  if  you  make  that  first  step,  then  you 
must  make  the  other  steps  that  are  inherent  with  that  decision. 

Senator  Denton.  Why  not  make  the  first  step  if  it  is  scientifical- 
ly ascertainable  by  statistics  now  that  if  the  step  is  taken,  the  odds 
are  extremely  good. 

Mr.  Palmer.  I  believe  you  should  take  the  step.  I  am  coming 
from  a  treating  program.  I  am  not  talking  about  not  taking  that 
first  step. 

Senator  Denton.  Well,  as  I  said  the  representative  of  the  Ameri- 
can Academy  of  Pediatrics  admitted  that  in  some  instances  the 
step  was  not  being  taken.  The  suggestion  was  made  that  the  par- 
ents who  may  be  in  trauma  for  the  first  couple  of  weeks  or  so  by 
not  consenting  to  feed  the  infant  would  automatically  lose  parental 
rights.  And  then  parents  who  would  adopt  would  be  permitted  to 
adopt  and  they  would  go  ahead  and  give  the  permission. 

That  was  the  sense  of  much  of  the  testimony.  It  was  rather  inter- 
esting to  me  because  I  am  not  a  doctor;  my  brother  is.  And  I  am 
not  entirely  ignorant  of  it,  and  I  have  learned  a  lot  from  laymen 
and  reading  about  it. 

But  I  think  you  would  not  have  been  discouraged  by  the  way  it 
was  all  aired  out. 

Mr.  Palmer.  I  appreciate  that.  And  I  was  really  making  my  re- 
marks only  in  terms  of  lessening  funds  for  the  child  abuse  issues 
that  we  all  are  talking  about  this  afternoon. 

Senator  Denton.  Right. 

You  feature  a  multidisciplinary  approach  to  the  child  abuse  pro- 
gram. Do  you  see  a  definite  benefit  from  that  type  of  approach? 

Mr.  Palmer.  Oh,  the  benefit  is  just  immeasurable  because  what 
that  does  is  it  gives  you  interaction  with  each  of  the  disciplines 
that  the  multidisciplinary  approach  represents  in  the  community, 
and  in  order  for  any  child  protection  effort  to  be  successful,  you 
must  be  thought  of  as  somebody  who  has  a  helpful  program  in  the 
community.  And  a  dialog  that  is  possible  through  the  multidisci- 
plme  approach  is  not  only  for  the  child*s  well-being  in  terms  of 
being  better  managed  and  better  treated,  but  also  for  the  rehabili- 
tation aspects  of  getting  the  child  and  family  together  in  a  success- 
ful way. 

[Additional  material  supplied  for  the  record  follows:] 
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Introduction 

The  Children's  Hospital  and  Health  Center  (CHHC)   in  San 
Diego,  California,  is  a  ISS-bed  tertiary  care  pediatric 
center  serving  two  million  people  in  San  Diego  and  Imperial 
Counties.     The  Center  offers  the  community  several  spe- 
cialized services,  including  a  hospital-based  child  abuse 
prevention  and  treatment  program.    As  Medical  Director  of 
CHHC  and  as  a  physician  who  has  devoted  a  major  portion  of 
my  professional  career  to  combating  child  abuse,  I  submit 
these  comments  on  the  reauthorization  of  the  Child  Abuse 
Prevention  and  Treatment  Act   (Public  Law  93-247) ,  as  amended 
(the  Act) . 

My  testimony  arises  from  two  perspectives.     First,  as 
head  of  the  child  protection  program  and  as  an  active  member 
of  the  physical  abuse  review  committee  at  CHHC,  I  treat 
scores  of  abused  children  every  year.     Second,  as  one  of  two 
consultants  to  the  American  Academy  of  Pediatrics  on  child 
abuse  problems  and  as  a  frequent  witness  in  civil  and 
criminal  proceedings,  I  can  attest  to  the  profound  impact 
which  child  abuse  plays  in  shaping  the  formative  years  of 
vast  numbers  of  this  nation's  young  people. 

Since  enactment  of 'the  Act  in  1974,  we  have  made  signi- 
ficant progress  in  both  knowledge  and  treatment  of  child 
abuse.     The  National  Center  on  Child  Abuse  and  Neglect 
(NCCAN)  is  to  be  commended  for  its  major  role  in  heightening 
our  awareness  of  this  problem  through  its  research  on  the 
issue  and  its  guidance  to  state  and  local  agencies  in  com- 
bating the  problem.     NCCAN  currently  funds  65  vital  research 
and  demonstration  projects  nationwide  which  encompass  a 
variety  of  activities.     The  major  areas  involve:  preven- 
tion; clinical  treatment;  public  child  protection  services; 
legal  juvenile  court  services;  sexual  abuse  prevention; 
adolescent  maltreatment  (including  sexual  exploitation)  and 
prevention;  protection  of  children  in  special  institutions; 
mental  health  programs  for  abused  children;  and  programs 
aimed  at  children  with  developmental  and  other  disabilities. 
However,  budget  reductions,  in  the  face  of  increased  in- 
stances of  child  abuse  nationwide,  threaten  NCCAN 's  progress 
in  these  areas. 
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Budco:.  Overview 


In  1981,  tne  Administration  proposed  that  the  programs 
authorized  by  Public  Law  93-247,  as  amended,  should  be 
enfolded  into  the  Social  Services  Block  Grant  in  F\  i9B2. 
While  congress  rejected  the  Administration's  P^°P°^|^^ 
funding  for  the  programs  was  cut  from  the  FY  1981  ^^^^1  o£ 
$^2  9  m'llion  to  S15.2  million.     Specifically,  $9,479,000 
was 'appropriated  for  the  discretionary  funds  program  ana 
$6,72  0,000  was  appropriated  for  the  state  grant  program. 

In  1982.  the  Administration  again  proposed  a  substan- 
tial reorgan5.2ation  of  the  child  abuse  prevention  and 
tr..atment  programs  for  FY  1983.     Funds  for  the  state  granc 
orocram  were  to  be  reduced  by  $2- million  and  the  discre- 
tionary funds  for  research  a:.d  demonstration  activities  were 
to  be  grouped  with  other  Office  of  Human  Development  -ser- 
vices  (OHDS)  projects  under  a  single  level  of  funding  at ^31 
Million.     This  latter  proposal  provided  for  no  increase  in 
funds  ov.-r  the  FY  1982  level.     Congress  again  rejected  the 
Administration's  proposal  and  agreed  to  fund  these  programs 
at  the  FY  1982  appropriation  level. 

This  vear  the  Administration  is  proposing  to  continue 
funding  for  the  state  grant  Program  ^%5^'720,000  for  FY  • 
1984.     However,  for  the  discretionaiiy  ^ ^^%P^°?^^"^'  . 
Administration  is  proposing  to  block  grant  funding  ^llo<=^ted 
for  child  welfare  research,  child  abuse  P^^^^^^^^^^ .^^f .  „ 
treatment  projects,  social  services  „v  ?98  3 

opportunities  at  $9  million.     Compared  with  the  FY  198  3 
levels  of  funding  ($22  million)   for  all  of  these  programs, 
this  figure  represents  a  catastrophic  budget  reduction. 


Consequences  of  Budget  Reductions 

Since  implementation  of  these  budget  reductions,  states 
across  the  country  have'  reported  increased  instances  of 
child  abuse.     A  survey  of  child  abuse  specialistc:  in  all 
fiftv  sta-es  and  the  District  of  Columbia,  conducted  in  the 
fall  of  1982  by  the  National  Committee  for  the  Prevention  of 
Child  Abuse,  rovealed  that  39  states  ^^^^^^^^^^^^^^^^^^^f! 
in  reported  cases  of  abuse  in  the  past  year.    Moreover,  14 
spates  recorded  an  increase  in  the  number  of  deaths  due  to 
abuse  and  33  states  reported  more  serious  cases  of  abuse. 
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For  V.ho  State  of  Ccj^ifornia,  a  fifty  percent  increase 
in  physical  abuse  cases. *and  a  95  percent  increase  in  sexual 
abuse  cases  were  seen  from  1979  through  1981.     During  this 
same  time  period,  San  Diego  County  witnessed  astronomical 
increases  in  the  reported  cases  of-physical  abuse  (271.82%) 
and  sexual  abuse  (467.08%).     In'^Imperial  County,  substantial 
increases  also  were  recorded  during  this  time  frame  for 
physical  abuse  (16.06%)   and  sexual  abuse  (92.86%). 

At  the  San. Diego  Children's  Hospital,  the  numbers  of 
child  abuse  deaths  have  risen  since  1979.     In  1979,  CHHC  was 
credited  with  no  child  abuse  deaths.     However,  in- 1980,  four 
deaths  were  recorded;  in  1981,  six  deaths;  and  in  1982, 
another  six  deaths  were  reported.  / 

Indications  from  local  authorities  re^veal  that  these 
soaring  rates  of  increase  have  continued  unabated  throughout 
the  past  i^ear.    'To  a  degree,  these  increased  reports  of 
child  abuse  reflect  our  heightened  awareness  and  recognition 
of  the  problem'  itself .     In  the  State  of  California,  more 
stringent  reporting  requirements  as  well  as  severe  economic 
pressures  on  families  also  have  been  cited  by  officials  as 
contributing  to  the  marked  rise  in  child  abuse  cases. 

Yet,  at  a  time  when  child  abuse  appears  to  have  reached 
epidemic  proportions,  th=  State  of  California  i^as  been 
forced  to  reduce  by  approximately  twenty  percent  the  number 
of  budgeted  social  work  positions  to  administer  child  pro- 
tection services.     This  reduction  has  occurred  as  a  result 
of  federal  cutbacks  in  funds  for  child  abuse  prevention 
programs  since  1981.     In  turn,   this  reduction  in  the  work 
force  has  raised  the  case  load  per  social  worker. 

Because  of  these  circumstances,  every  county  in  the 
State  has  been  forced  to  limit  the  type  of  cases  handled  by 
their  child  protection  agencies ,  .For  example,  several 
counties  have  implemented  policies  not  to  treat  children 
above  the  age  of  twelve  years  except  in  rare  circumstances. 
Other  counties  are  considering  more  stringent  limitations 
such  that  children  above  the  age  of  six  years  will  not  be 
treated.     As  a  result  of  these  restrictions,  a  child  above  a 
certain  age  limit  with  superficial  injuries        e.g. , -  slight 
bruising,  welts  or  scars  --  will  not  be  admitted  for  treat- 
ment.    Only  children  with  more  severe  injuries  —  e.g., 
black  eyes  or  burns  --  will  be  handled  by  the  child  pro- 
tection agencies.     Clearly,  as  a  result  of  budgetary  con- 
straints at  a  time  of  record  increases  in  reported  child 
abuse  cases,, the  State  of  California  has  been  forced  to 
provide  primarily  crisis  intervention  rather  than  preventive 
and  'supportive  services. 
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Conclusion 

Despite  the  increase  in  public  awareness  of  this 
national  problem,  more  work  clearly  needs  to  be  done  in  the 
areas  of  child  abuse  prevention.     The  very  success  of  NCCAN's 
programs  has  led  us  to  realize  that  abuse  and  neglect  of 
children  is  a  serious,  and' unfortunately  growing,  problem  in 
America  today.     Recent  studies  have  confirmed  that  each  year 
over  one  million  children  are  needless  victims  of  abuse  and 
neglect.     Over  44,000  children  are  the  victims  of  sexual 
abuse.     At  least  1,000  children  die  annually  as  a  result  of 
severe  physical  abuse  and  neglect.     These  estimates  are 
based  only  on  cases  which  actually  have  been  reported.  Most 
experts  agree  that  the  real  incidence  of  abuse  is  two  to 
three  times  higher. 

The  National  Center  on  Child  Abuse  and  Neglect  stands 
as  a  model  federal  initiative:     it  was  created  to  address  an 
acute  national  problem;  it  has  served  as  a  resource  for 
state  child  abuse  programs;  and  it  has  joined  successfully 
with  the  private  sector  to  address  the  many  problems  asso-- 
ciated  with  child  abuse  and  neglect. 

If  we  are  going  to  'continue  to  have  an  impact  on  the 
problem  of  child  abuse  in  the  United  States,  it  is  critical 
that  the  federal  presence  be  maintained  and  that  the  acti- 
vities of  NCCAN  and  the  programs  it  administers  be  given 
sufficient  financial  support.     Any  cutback  in  federal  funds, 
particularly  at  this  time,  will  have  a  devastating  effect  on 
our  ability  to  combat  this  serious  national  problem.  In 
fact,  if  additional. funds  are  not  authorized under  the  Act, 
an  already  severe  national  problem  will  continue  to  deter- 
iorate without  any  hope  of  improvement  in  the  near  future. 

For  these  reasons,  we  urge  this  Subcommittee  to  reject 
the  President's  FY  1984  Budget  Request  and  to  reinstate  the 
FY  1981  authorization  level  of  $30  million  for  the  child 
abuse  prevention  programs  in  the  FY  1984  Budget  Request. 
Moreover,  we  request  this  Subcommittee  to  target  at  least 
$15  million  of  the  discretionary  funds  within  OHDS  speci- 
fically" for  child  abuse  prevention  and  treatment  projects  to 
enable  continuation  of  the  vital  work  in  these  areas. 
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A  tragic  consequence  of  our  nation's  prolonged  recession  and  high 
unaiplovnent  has  been  the  sharp  increase  in  child  abuse  incidents  and 
in  the  nunbers  of  deaths  of  children  caused  by  abiose. 

The  risa  in  reports  of  child  abuse  ooraes  at  a  tiire  when  federal 
support  for  children  and  faniilies  has  declined.  In  1982,  federal  child 
abuse  tioney  was  reduced  from  $22.9  million  to  $16.2  million.  Funds  for 
Title  XX  —  the  Tajor  federal  program  of  support  to  states  for  social 
services  —  were  cut  by'  23  peroent.  Assistance  under  Title  XX  goes  to 
the  core  ser'/ices  needed  to  help  families  under  pressure:  protection  for 
abused  children,  and  daycare  and  honenaker  services  that  can  prevent 
child  abuse. 

Significant  reductions  were  also  made  in  other  federal  support 
programs  for  families:  maternal  and  child  health,  care  for  wanen  and 
infants,  foster  care  and  adQ||tion. 

The  ooirbination  of  funding  cuts  and  the  pressures  of  uneirployment 
and  the  depressed  econcrry,  touching  many  of  the  nation's  families, 
raises  the  question  of  how  changes  in  sv^jport  for  social  and  health 
services  are  affecting  our  response  to  child  abvise. 

Unenployment  and  C3iild  Abuse 

A  survey  of  twelve  states  conducted  in  the  spring  of  1982  by  the 
National  Child  Abuse  Ooaliticn  offered  a  preveiw  of  the  seriousness  of 
the  problem. 

In  Oregon,  where  lost  jc±s  in  the  tiiiber  industry  pushed  unemployment 
well  above  the  national  rate,  the  reports  of  child  abuse  rose  in  1981 
by  46  percent  over  1980.  The  Protective  Services  Unit  of  the  Oregon 
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Children's  Services  Division  had  this  to  say  about  the  increase: 


We  believe  the  narked  increase  of  865  child  abuse 
reports  in  1381  can  be  partially  attributed  to  the 
distressed  eoonoty  v^ch  resulted  in  an  increase 
in  unenployinent  and  related  individuEil  stress 
problems. 


In  the  first  four  nonths  of  last  yeaj;  alnost  200  more  children 
v?ere  abused  in  Oregon  thari  during  the  same  time  in  1981. 

In  South  Carolina,  vjhere  mill  closings  contributed  to  an 
uneirplqyiTEnt  rate  of  11.3  percent  in  early  1982,  five  children  had 
died  as  a  result  of  abuse  in  the  first  five  months  of  that  year,  the 
same  nuntoer  of  child  abJse  related  deaths  as  in  all  of  1981. 

In  a  state  with  unenployment  at  15  percent,  over  half  the  cases 
of  abused  and  neglected  children  referred  to  the  Michigan  Protective 
Services  Division  came  from   the  four  counties  vAiere  major  autonobile 
plants  sxjpply  the  jobs.  Other  highly  populous  counties  not  as  heavily 
dependent  upon  the  automobile  industry  did  not  show  as  large  a  share  . 
of  the  state* s  cases  of  abused  children. 

A  Study  conducted  in  Wisoonsin  from  1979  to  1981  reported  that  in 
the  ten  counties  with  the  highest  unoiployment  increases  cases  of  child 
abuse  want  up  by  69  percent,  conpared  with  a  12  percent  rise  in  the  ten 
counties  with  the  lowest  increases  in  uneT:plcyinent. 

Increased  Reports  of  Child  Abuse 

In  January  1983  the  National  Oomittee  for  Prevention  of  Child 
Abuse  (NCPCA)  conducted  a  telephone  survey  of  all*  50  states  to  obtain 
statistics  on  the  nurtjer  of  reports  of  diild  abuse  and  related  deaths  in 
1980,  1981,  and  1982.  Of  the  29  states  that  had  official  data,  21  states 
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showed  an  increase  in  the  nurber  of  reports  in  1982  over  1981.  Among 
those  there  was  an  average  ircrease  of  12  percent.  Seme  states  were  much 
hi^Ter;  in  North  Dakota  reports  increased  by  15  percent;  the  number  of 
child  abuse  cases  in  Oklahoma  rose  by  25  percent  in  one  year;  cases 
in  New  !»fexico  were  \:p  by  29  percent. 

In   Alabama,  where  figiares  are  rvot  yet  out  on  the  last  six  months 
of  the  year,  over  12,000  cases  of  child  abuse  were  reported  in  the  first 
hnlf  of  1982.  If  the  trend  continues  it  is  estimated  that  sane  24,000  child 
abuse  cases  in  Alabaita  will  be  recorded  for  the  year,  above  1981  figures 
of  18,654. 

Itore  than  one  in  four  states  reported  an  increase  in  diild  abuse 
deaths,  and  among  those  states  the  nunber  of  deaths  rose  by  44  percent. 
Some  states  recorded  even  higher  increases.  In  Kentucky,  the  nuiber  of 
children  dead  frcn  abuse  tripled  between  1980  and  3582.  Deaths  in  Utah 
quadrupled  over  the  three  years.  In  Maryland,  six  children  were  reported 
dead  from  abuse  in  1980;  10  dbaths  occurred  in  1981  and  last  year  abuse 
accounted  for  the  deaths  of  22  children  in  Maryland.  i 

Cuts  in  Services  to  Abused  Qiildren 

At  tiie  same  time  that  states  are  e:^)eriencing  increases  in  reports 
of  du.ld  abuse,  in  reports  of  children  being  abused  more  severely  and  in 
noibers  of  deaths  caused  by  child  abuse  —  as  well  as  an  increase  in  the 
aiTDunt  of  reported  sexual  abuse  —  federal  and  state  fxmding  cuts  to  diild 
protective  services  agencies  have  resulted  in  layoffs  of  staff  and 
cutbacks  in  services  for  abused  children.  Half  the  states  have  had  to 
reduce  both  staff  ami  service  dollars. 
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Cuts  in  funds  have  been  felt  first  at  the  administrative  level, 
meaning  layoffs  in  staff  in  orc3er  to  keep  service  programs.  But  state 
and  local  governments  have  been  forced  to  go  further,  prioritizing 
programs  in  order  to  continue  funding  protective  services  for  children. 
As  a  result,  child  abuse  preventive  services  have  often  taken  the  largest  - 
cuts.   - 

In  many  states  that  face  reduced  staff  and  increased  reporting  of  . 
abuse,  attention  to  children  is  decided  based  on  the  severity  of  the  jabuse 
reported.  Small  humbers  of  ^taff  cannot  handle  the  increased  reports  of 
child  abuse  if  all  cases  were  seen  as  before.  In  seme  states  reglected 
children  are  given  little  or  not  attention.  Others  are  considering 
redefining,  in  response  to  reduced  budgets,  the  types  of  reported  child 
abuse  that  would  be  investigated.  Far  exanple,  children  of  sciiool  age 
or  children  over  age  12  vrould  not  generally  be  considered/endangered. 

In  .^-fest  Virginia  for  exarrple  reports  of  child-aSuse  have  increased 
while  staff  in  child  protective  services  has  (feclined  because  of  funding 
.cuts.  Caseloads  have  become  unwieldly  and  priority  of  attention  is  given 
children  who  are  more  severely  abused.  Services  to  prevent  child  abuse 
have  been  almost  eliminated.  , 

Minnesota  reports  reductions  in  staff,  resulting  in  prioritizing  of 
cases  based  oi  severity,  early  closing  of  cases  and  limited  response  to 
reports  of  child  neglect. 

the  positive  side,  seventeen  of  the  states  surveyed  fay  NCPCA  asserted 
that  no   cuts  had  been  made,  explaining  that  child  abuse  is  a  priority  in 
their  states  and  a  certain  level  of  support  is  maintained  for  child  abuse 
programs. 


Federal  Response  to  Child  Abuse 

It  is    against  this  background  that  we  must  consider  the  role 
of  the  te^2ral  government  in  dealing  with  child  abuse  and  neglect. 

In  1974,  Congress  enacted  the  Child  Abuse  Prevention  and  Treatment 
Act  (P.L.  93-247)  establishing  the  National  Center  on  Child  Abuse  and 
Neglect  (NCCAN)  as  the  focal  point  for  federal  efforts  to  aciiress  this 
problem. 

Professional  capacities  and  resources  to  h«ind1e  the  problem  of  child 
abuse  cire  still  in  their  infancy.  We  have  only  begun  to  find  effective 
ways  to  protect  children  and  strengthen  families.  We  still  need  to  find 
a  way  to  pre'/ent  child  abuse  on  the  large  scale  which  it  is  occurring. 
In  1980  the  Governnent  . Accounting  Office  (GPO)  identified  child  abuse  as 
"a  serious  nationwide  problem"  that  needs  more  attention  from  the  federal 
government.  Cbntinued  national  focus  on  child  abuse  from  the  federal 
government  is  essential. 

Consider  what  NCCAN  has  acccrplished. 

Public  Awarenesp;  Through  its  support  of  programs  to  educate  the  public 
about  child  abuse  and  neglect,  NCCAN  has  helped  to  increase  public 
aw£u:eness  of  the  problem  and  develop  a  "better  understanding  of  what  can 
be  done  to  combat  child  abuse.  In  a  Harris  poll  oDnducted  in  1981  for  the 
National  Oonmittee  for  Preventicn  of  Child  Abuse,  more  than  three  of  every 
four  Americans  rated  child  abuse  as  a  serious  proldem,  and  one  in  which 
the  government  should  take  a  major  responsibility. 

The  Harris  poll  had  this  to  say: 

The  Anerican  public  is  no  longer  unaware  of  child  abuse 
and  its  oonsequences.  ^ar  from  it.  The  feeling  that  child 
abuse  constitutes  a  major  and  growing  problem  is  widespread, 
as  is  the  nandate  for  government  and  individual  action. 
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/Americans  want  satething  done  to  prevent  child  abuse, 
they  may  be  ready  to  identify  what  they  can  do;  it  is 
fcijnely  to  provide  such  education. 


.  By  sLpporting  public  awareness  efforts,  NCCAN  has  opened  the  door  to 
families  in  trouble.  People  now  know  that  heJ^  is  available. 

State  Grants;  Through  its  program  of  grants  to  states  NCCAN  has 
helped  the  states  iirprove  their  cwn  child  abuse  laws  and  programs  to 
prevent  and  treat  child  abuse.  • 

The  federal  involverent  in  child  abuse  throuc^  NCCRN  highlights 
child  abuse  as  a  criticcQ.  conoem  for  state  governments. 

NCCAN  *s  State  grant  program  shares  information  among  states  about 
successful  efforts  in  states,  approaches  and  models  that  can  be  duplicated 
elsev^jere.  States  have  used  their  money  for  a  variety  of  innovative 
programs  —  hotlines,  public  information  canpaigns,;  establishing  special 
clinics. 

All  fifty  states  now  have  statutes  requiring  the  reporting  of  child 
abuse  and  neglect.  NCCAN  has  helped  states  establish  effective  protective 
services  with  better  trained  stcLff .  Federal  grants  have  supplemented 
state  funds  for  child  abuse  services  with  seed  money  to  support  specicd 
treatment  programs  for  abused  children  and  their  families. 

laveraqinq  Funds:  Assistance  from  NCC2W  to  states  and  local  organiza- 
tions has  worked  to  leverage  funds  in  su^jport  of  child  abuse  services. 

Professional  services  have  been  volunteered  vorth  dozens  of  times 


over  the  initial  federal  investment. 


Money  has  been  used  as  a  catcilyst  to  form  local  programs  of  volunteers 


vrorking  with  parents  and  abused  children. 


Funds  to  state  agencies  have  been  successful  in  interesting  other 
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public  and  private  agencies  to  sponsor  programs  for  treating  and 
preventing  child  abuse. 

State  funds  have  been  appropriated  to  carry  forward  support  for 
programs  that  were  seeded  with  federal  funds  from  NOCRN. 

Support  has  gone  to  Peurents  Anonymous,  the  selfrhelp  organization, 
with  programs  in  every  state  that  has   proven  to  be  one  of  the  most 
effective  approaches  to  the  treatment  of  child  abuse. 

Federal  Leadership;  NOQ^  provides  leadership  in  danonstrating 
inproved  ways  of  preventing  and  treating  child  abuse  and  in  addressing 
problems  of  national  oonoem. 

To  encourage  sxipport  frcm  business  and  industry,  NOCAN  plans  to 
assist  projects  at  the  woiic  plaoe  Sixii  as  parent  self-help  groups  and 
education  on   parent-^iiild  problems. 

In  response  to  increased  reports  of  child  abuse  and  the  reaction  of  " 
9cce  ciiild  protective  eigencies  to  order  priorities  for  makixig  investiga- 
tions, Ncaw  will  assist  demonstration  projects  in  more  effective 
management  of  child  abuse  investigations. 

To  prevent  family  separations  and  the  need  for  foster  care  placements 
NCO^N  will  sqppoirt  projects  in  family  day  care  hones  that  care  for  abused 
children  while  allowing  contact  with  their  parents  v*io  sure  also  being 
treated. 

What  Is  Needed 

 '  .1 

At  the  current  fundii^  level  of  $i:;.2  million  NOCRN  is  restrained 

fron  exercising  its  full  responsibility  to  give  leadership  in  preventing 

and  treating  diild  abuse.  Ttiere  is  micii  more  that  needs  to  be  done. 


ioe 
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E^hasize  Prevention;  Increased  eitphasis  should  be  placed  on 


prevention.  Ihe  alternative  is  too  oostly.  Given  what' we  know  about  the 


oonsequences  of  child  abi2se 


that  ciiildren  vdxD  run  away  from  here,  who 


may  be  pulled  into  prostitution  and  pornography,  who  nay  suffer  druj  and 
alcohol  abuse,  have  often  been  abused  at  here;  —  that  80  to  90  per^jent 
of  the  nation's  male  prison  population  were  abused  as  children;  —  that 
many  times  parents  who  abuse  were  themselves  abused  as  children;  — 
that  violence  is  learned  as  an  acceptable  way  to  handle  problems; 
—  given  the  disturbing  increases  in  recent  years  in  the  niiTt)ersj  of ' 
Americans  children  who  are  abused  we  cannot  aEford  to  ignore  thii 
inportance  of  preventing  ciiild  abuse, 

GfiO  has  reported  that  N0C3W  has  devoted  little  to  prevention. 
It  suggested  that  NCCAN  "identify  and  disseminate  information  about 
practical  and  effective  programs  or  c^roaches  !for  preventing  child  abuse 
and  neglect  and   help  states  and  localities  inplement  such  approaches.'* 

The  area  of  child  abuse  prevention  is  still  in  an  embryonic  stage. 
Professionals  and  vclunteers  are  casting  about  in  irony  directions  to 
find  effective  and  efficient  ways  to  pronote  healthier  families  and 
reduce  the  risk  of  abuse  to  children.  NCCAN  could  provide  leadership  by 
supporting  programs  that  demonstrate  w^s  to  prevent  child  abuse  in 
different  kinds  of  comunities.  Brphasiziiig  volunteers  and  paraprofessionals 
who  can  be  effective  in  prevention  programs,  maTices  this  a  cost-saving 
approach  in  its  own  right. 

The  National  Child  /Oxtse  Ooalition  reconmends  that  P.L.  93'-247  be 
amended  to  direct  that  NCCAN  spend  a  substantial  share  of  its  funds  on 
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efforts  to  prevent  child  abuse.  The  coalition  believes  that  30  percent  of 
HCCm  funds  directed  at  prevention  efforts  would  be  an  appropriate 
beginning.  States  should  be  encouraged  to  use  a  portion  of  their  NCCAN 
grants  for  prevention  activities.  , 

Enhance  NCCfiN  Leadership;  Child  abuse  and  neglect  are  not  problems 
existing  in  isolation  from  other  issues  of  children's  health,  well-being 
and  gixwth.  The  National  CJenter  on  Child  Abuse  and  Neglect  should  be 
broixjht  into  closer  coordination  with  other  related  federal  programs.  With 

the  focus  on  child  abuse  and  neglect  in  NCCAN,  greater  attention  to  the 

prevention  and  treatitent  of  the  prcblem  will  result  frcm  a  nore  broadly 

est^hl  i  shed  f^dered  effort. 

The  1580^GRO  report  advised  more  attention  to  coordinating  federal 

child  abuse  programs  to  prevent  di:plication  and  to  realize  a  nore 

efficient  use  of  federal  resources. 

Iteward  this  cpal,  the  NStional  Child  Abuse  Qpalition  makes  two 

reoontnsndations.  First,  the  Secretary  of  Health  and  Human  Servioes  should 

be  designated  to  chair  the  Mvisory  Board  on  Child  Abuse  and  Neglect. 

Other  federal  agencies  should  be  similarly  represented  on  the  bocu:d. 

CCsnmnication  on  child  abuse  and  neglect  at  this  level  would  make  easier 

coqpatible,  cooperative  planning  among  agencies. 

Second,  the  Ax5visory  Board  should  anni^ly  report  to  Ocnqress  a 

oonprehensive  plan  to  coordinate  best  tiie  goals  and  activities  of  all 

federal  agencies  responsible  for  programs  reLited  to  child  abuse  and 

neglect.  P.L.  93-247  required  such  a  report  as  a  one-time  measure.  An 
annual  report  would  encourage  more  coordinated  planning  throu^xDut  the 
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federal  govemnent  and  reduce  the  occasion  of  duplicative  efforts. 

Increase  Authorizations;  Finally,  the  National  Oiild  Abuse  CoaJ.ition 
reooniTEnds  the  authorization  level  for  NCCAN  research  and  demonstration 
programs  and  state  grants  in^child  abuse  and  neglect  be  raised  to 
$30  million  for  fiscal  1984. 

Given  the  tremendous  increase  in  reports  of  abuse  and  neglect  of 
children,  and  the  rising  incidence  of  deaths  related  to  abuse,  and  given 
the  damping  effect  of  uneirployment  on  families,  contributing  to  child 
abuse,  national  leadership  is  iiiportant  to  help  states  and  coirnunities 
protect  children  and  build  strong  families.  Yet,  because  of  restricted 
budgets,  this  is  the  very  time  when  services  are  being  cut.  Abused 
children  cannot  wait  for  the  eooncny  to  iriprcvc.  They  need  help  now. 

Beyond  the  current  magnitude  of  the  problem  there  are  other  reasons 
for  raising  the  level  of  support  to  N0C3\N. 

'The  legislation  under  consideration  expands  the  responsibility  of 
the  National  Center  to  study  and  investigate  the  national  incidence  of 
harm  to  infants  bom  at  risk  widi  life- threatening  congenital  iiTp£LLrments. 
NCX3^  is  further  required  to  extend  technical  assistance  to  states  in 
handling  these  cases.  This,  additional  itandate  needs  to  be  considered  in 
setting  the  authorization  level  in  the  bill. 

In  order  to  continue  current  levels  of  funding  to  states,  a  higher 
autliorization  is  needed.  Seven  states  and  taso  territories  aie  now 
ineligible  for  assistance.  When,  as  expected,  more  states  become 
eligible  the  amount  each  state  receives  would  be  reduced.  Just  to 
maintain  current  funding  levels  a  higher  authorization  is  necessary. 
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Tt-ie  size  of  state  grants  from  HCCm  is  alreedy  small,  averaging  $140,000. 
At  the  lew  end,  Verjiont  receives  $36,700.  An  increased  authorization 
would  also  accottodate  a  boost  in  state  grants  when  states  need  the 
help  the  most. 

An  authorizaticn  of  $30  million-—  the  same  level  authorized  in 

P.L.  93-247  for      81  —  would  also  enable  NCCfiN  to  address  several 

priorities  now  undereqphasized. 

mre  attention  oould  be  paid  to  denonstrating  ways  of  preventing 

child  abuse  and  neglect.  States  oould  be  enoouraged  to  use  a  portion  of 

th6ir  NCQ^  grants  for  prevention  activities.  ^ 

NCCAN  oould  direct  support  bo  developing  better  services  for  the 

abused  children  of  battered  women.  Specialized  services  and  referrals  for 

children  axii  needed  in  sheltenv  including  coordination  with  other 

CETTOunity  agencies  that  help  children, 

inpruving  existing  services  to  abused  cidldren  denands  hic^  priority 
ancng  NCCAN  ♦s  activities,  especiaU.y  now  that  protective  agencies  are 
suffering  reduction  ir»  s*-  xf ,  forcing  curtailinHit  of  services.  Raising 
the  level  of  support  to  NCX»N  would  enable  more  timely  grants  to  go  for 
ijiprovinj  services  —    assistance  which  pays  off.  In  one  year  NCCAN 
awarded  a  total  of  $3  million  to  67  sites  around  the;  country  in  fservice 
ijiprovCTent  grants,  funding  whicii  was  pidcod  up  by  other  resources 
after  the  NOCA^]  grants  were  ocxfpleted.  An  increased  auttori?ation  oould 
help   reverse  the  negative  consequences  of  insufficient  -txeatinent 
services  in  states  throu^Tout  the  nation. 
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A  National  Priority 

UiQ  National  Center  can  target  a  limited  amount  of  federal  money 
on  child  abuse  that  means  extra  spending  at  the  state  and  local  levels. 
Hiis  program  offers  seed  money  needed  to  develop  services  that  can 
stand  on  theix  own  feet.  Support  for  NOCAN  will  aontini»  to  siphasize 
child  abuse  as  a  national  priority  demanding  the  attention  of 'everycxie 


The  National  Child  Abuse  Coalition  was  formed  in  1981  to  coordinate 
advocacy  on'behalf  of  abused  and  neglected  children.  A  list  is  attached 
of  the  national  voluntary  and  professional  organizations  belonging  to 
the  coalition. 


* 
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LlCIAflGN      or     JUNIOR      LEAGUES.  I 


TESTlMOfJY 
SUBMITTED  BY 
THE  ASSOCIATION  OF  JUNIOR  LEAGUES,  IMC. 
CM 

S.  1003,  THE  REAUTHORIZATION  OF  THE 
-  CHILD  ABUSE  PREVENTION  AND  TREATMENT 
AND  ADOPTION  REFORM  ACT  OF  1978 
TO  THE 

SUBCOMMITTEE  ON  FAT-IILY  AND  HUMAN  SERVICES 
OF  THE 

SENATE  LABOR  AND  HUt-WM  RESOURCES  COMMITTEE 
ON 

APRIL  21 ,  1983 
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The  Association  of  Junior  Leagues  appreciates  this  opportunity  to 
present  written  testimony  in  support  of  the  reauthorization  of  the 
Child  Abuse  Prevention  and  Treatnent  and  Adoption  Reform  Act  of 
1978.    The  Association  of  Junior  Leagues,  an  international  women's 
voluntary  organization  with  approximately  142,000  individual  members 
and  242  member  Leagues  in  the  United  States,  promotes  the  solution 
of  community  problems  through  voluntary  citizen  involvement — including 
direct  service  provision  and  fundraising  as  well  as  advocacy. 

The  Association  and  the  individual  Junior  Leagues  have  a  long- 
standing interest  in  children's  issues  in  general  and  child  abuse 
legislation  in  particular.    The  Child  Abuse  Prevention  and  Treatment 
and  Adoption  Reform  Act  of  1978  is  a  high  priority  for  the  Associ- 
ation this  yf^ar.    This  testimony  provides  background  information 
about  the  involvement  of  Junior  Leagues  in  children's  issues, 
particularly  child  abuse  and  neglect  projects,  summarizes  League 
support  for  child  abuse  programs  through  public  policy  activities 
and  identifies  the  Association's  position  regarding  S.  1003. 

Junior  League  Projects  Including  Children 

A  recent  survey  in  which  Junior  Leagues  were  asked  to  identify 
program  areas  of  interest  showed  that  more  than  half  of  the  211 
responding  Leagues  were  interested  in  children's  programs;  their 
interests  were  concentrated  on  child  abuse  and  neglect,  child  care, 
and  advocacy  in  support  of  improved  services  to  children.  Other 


dl3 


408 

topics  identified,  which  involve  children's  interests,  include  domestic 
violence,  parenting,  teenage  pregnancy,  substance  abuse,  and  youth 
programs. 

In  1981-8;^,  Junior  Leagues  reported  involvement  in  1,740  projects 
and  expenditures  of  $7,125,260  on  conmunity  activities.    Many  of  the 
projects  focused  on  children's  issues.    The  following  table  provides 
an  overview  of  project  areas  involving  children's  issues. 


1981-82  Junior  League  Projects  - 
By  Project  Areas.  Which  Include  Children's  Issues 

Junior  League 

Project  Areas  Number  of  Projects  r^oney  Spent 

Child  Health  and  Welfare  338  $1 .093.072 

Criminal  Justice  72  292.518 


Education 


217  538.007 


Heal th  &  Wei  1 -Bei  ng  457  .  lyQ^QfQ^B 

Total  1.084  $2,964,475 


Junior  League  Public  Affairs  Activities 

A  recent  compilation  of  all  public  affairs  activities  of  the  Junior 
Leagues  identified  more  than  300'public  affairs  activities  involving 
children's  issues  (nearly  50%  of  all  public  affairs  activities  in 
which  Leagues  participated).    Leagues  were  involved  in  child  welfare 
issues  such  as  adoption,  foster  care,  and  child  abuse  and  neglect; 
child  care;  juvenile  justice;  public  schools;  and  teenage  pregnancy, 
among  others. 
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Child  Abuse  and  Neglect 

During  1981-3?,  65  Junior  Leagues  reported  involvement  in  76  projects 
directed  toward  the  prevention  and/or  treatment  of  child  abuse  and 
neglect.    During  this  same  period.  Junior  Leagues  contributed  approxi- 
mately $320,000.00  to  these  programs.    In  addition,  almost  700  Junior 
L<?ague  menbers  were  working  with  other  community  volunteers  and  pro- 
fessionals in  many  local  agencies  administering  and  implementing 
services  in  this  area.    These  projects  cover  a  wide  range  of  programs, 
including  emergency  child  care,  parent  counseling,  self-help  groups, 
hotlines  and  research  activities.    At  least  12  Junior  Leagues  wer'^ 
involved  in  guardian  ad  litem  and  court  appointed  special  advocate 
projects. 

Col  laboration 

lUny  child  abuse  and  neglect  projects  v/ore  implemented  through 
collaborative  efforts  between  Junior  Leagues  and  other  organizations. 
Leagues  worked  in  cooperation  with  local  agencies  including  hospitals, 
schools,  youth  groups,  libraries,  and  other  community  groups.  Junior 
Leagues  also  collaborated  with  local,  state  and  federal  government 
agencies,  pol ice  departments  and  courts. 

^Since  its  enactment  in  1974,  the  Child  Abuse  Prevention  and  Treatment 
and  Adoption  Reform  Act  has  served  as  a  catalyst  for  Junior  League 
activities.    For  instance,  a  Florida  initiative  in  support  of  state 
legislation  to\establish  a  guardian  ad  litem  program  was  launched  to  , 
bring  the  state  Into  compliance  with  the  federal  law.    Many  Junior 
Leagues  also  have  assisted  in  the  development  of  Parents  Anonymous 
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chapters  and  workoM  for  the  passage  of  child  abuse  reporting  laws  in 
their  states. 

The  Association  also  collaborates  with  organizations  at  the  national 
level  in  support  of  programs  to  prevent  child  abuse.    It  is  a  member 
of  the  National  Child  Abuse  Coalition,  a  group  of  20  organizations 
fonned  to  support  the  reauthorization  of  the  Child  Abuse  Prevention 
and  Treatnent  and  Adoption  Reform  Act.  and  will  co-sponsor  the  Sixth 
■National  Conference  on  Child  Abuse  and  fteglect  in  Baltimore.  September 
26-28,  1983. 

Projpcts  P.elatod  to  Adoption 

Junior  Leagues  and  State  Public  Affairs  Connittees  (SPAC's)  also  have 
played  an  active  role  in  supporting  the  expansion  of  adoption  oppor- 
tunities for  hard-to-place  children.    Junior  Leagues  in  several  states 
played  a  key  role  in  obtaining  passage  of  subsidized  adoption  programs, 
and  Junior  Leagues  across  the.  country  joined  the  Association  in  advocat- 
ing for  the  passage  of  the  Adoption  Assistance  and  Child  Welfare  Act  of 
19R0  (P.L.  96-272).    Junior  Leagues  and  SPAC's  also  have^ supported 
specific  adoption  projects  in  five  states,  providing  volunteers  and  more 
than  $30.on0  in  program  funds.    In  addition.  Junior  Leagues  have  been 
involved  in  public  affairs  activities  specifically  concerning  adoption 
and  nunerous  related  public  issues  such  as  permanency  planning,  foster 
care  review  boards,  court  appointed  special  advocates,  and  guardian  ad 
1  i ten  projects. 
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Support  for  Reauthorization  of  Child  Abuse  Prevention 
We  have  attended  the  hearings  of  this  subcommittee  and  listened  to 
the  testimony  of  various  organizations.    We  have  read  the  reports-- 
countless  reports  of  nationwide  increases  in  child  abuse  and  neglect. 
We  wish  to  add  our  voice  to  the  many  which  this  subcommittee  has 
heard.    We  believe  that  the  progress  made  in  the  last  decade  v/as  the 
result  of  qood  legislation,  national  leadership,  and  the  commitment  of 
resources  to  the  long-standing  problems  of  child  abuse  and  neglect. 
The  passage  of  the  Child  Abuse  Prevention  and  Treatment  Act  in  1974 
and  the  establishment  of  the  National  Center  on  Child  Abuse  and 
fie  gleet  (NCCAN)  were  key  elements  in  establishing  federal  government 
leadership. 

Since  1930,  the  reduction  in  federal  support  for  child  abuse  programs, 
combined  with  the  reduction  of  other  social  welfare  commitments  and  a 
nationwide  recession,  has  resulted  in  a  simultaneous  increase  in 
incidents  of  child  abuse  and  neglect  and  a  decrease  in  resources  to 
combat  the  problems.    Reports  of  increases  in  child  abuse  and  neglect 

r 

have  come  from  many  groups,  including  the  National  Committee  for  the 
Prevention  of  Child  Abuse,  as  well  as  Junior  Leagues  involved  in  Child 
Watch,  a  citizen  monitoring  project  developed  by  the  Children's  Defense 
Fund  in  collaboration  with  the  Association  of  Junior  Leagues.    A  50 
state  survey  conducted  by  the  National  Committee  for  the  Prevention  of 
Child  Abuse  revealed  increases  in  child  abuse  in  45  states.    Many  of 
the  Child  Watch  projects  coordinated  by  individual  Junior  Leagues  also 
have  found  increased  incidences  of  child  abuse  over  the  last  year.  For 
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instance,  the  Wilmington,  Delaware  Child  Watch  Project  found  a  30 
percent  increase  in  reports  of  child  abuse  and  neglect. 


The  Des  Moines  Child  Watch  Project  discovered  that  child  abuse*  and 
neglect  reports  are  the  highest  ever  and,  as  the  result  of  a  statewide 
reorganization  of  welfare  depart»nent  staff,  there  has  been  a  marked 
reduction  in  the  number  of  case  investigators  available  to  follow-up 
neglect  and  abuse  reports.    Albuquerque's  Child  Watch  Project  reported 
an  increase  in  reports  of  rape  and  other  forms  of  sexual  abuse  of 
children.    The  Hartford  Child  Watch  Project  reported  increased  reports 
of  children  being  denied  basic  needs  such  as  food,  and  stated:  "The 
number  and  severity  of  child  abuse  case,  are  increasing  resulting  in 
the  placement  of  more  children  in  foster  care." 

The  Child  Watch  Project  in  Baltimore  reported  that,  while  the  increase 
in  child  abuse  and  neglect  reports  was  only  eight  and  one-half  percent 
from  1981  to  1982,  the  degree  of  aluae  in  reported  cases  was  signifi- 
cantly more  severe,  including  an  increase  in  fatalities.    Social  serv- 
ice workers  reported  changes  in  the  families  in  which  abuse  is  reported 
there  were  more  multi-problem  families  whose  problems  are  more  intract- 
able, and  more  families  who  have  not  traditionally  sought  help  (i.e., 
middle-class  families)  are  seeking  help. 

The  Binningham,  Alabama  Child  Watch  Project  reported  an  increased  need 
for  child  protective  services.  The  Salt  Lake  City  Child  Watch  Project 
reported:    "More  children  are  being  abused  and  the  abuse  is  far  more 
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serious  (more  frequent  and  more  violent)."    These  t-re  just  samples  of 
reports  which  corroborate  3  nationwide  trend. 

Need  for  Federal  Leadership 

We  need  a  renewed  commitment  to.  the  prevention  and  treatment  of  child 
abuse  and  neglect.    Further;, cutbacks  In  funding,  together  with  a 
decrease  In  federal  leadership,  would  be  devastating.  Congressional 
leadership  Is  crucial  both  In  the  area  of  chlld^abuse  and  neglect  and 
adoption  programs  designed  to  assist  special  needs  children. 

The  Administration's  proposed  cutbacks  1n  child  abuse  prevention  and 
treatment  funding  to  a  level  of  $6.7  million  would  result  In  a  federal 
expenditure  of  approximately  $6  for  each  of  the  more  than  one  million 
children  reported  as  abused  each  year.    Considered  another  way,  the 
funds  requested  by  the  Administration  are  equivalent  to  less  than 
one-thousandth  of  a  percent  of  the  federal  budget  for  Fiscal  Year  1984. 
Obviously,  this  nation  can  do  more  and  can  afford  to  do  more  to  support 
the  prevention  and  treatment  of  child  abuse. 

Recommendations  for  Changes  In  S.  1003 

While  we  strongly  support  reauthorization  of  the  child  abuse  legis- 
lation, we  have  some  specific  concerns  about  S.  1003  as  Introduced 
In  the  Senate  on  April  7.    First,  we  believe  that  the  authorization 
Is  too  low.    The  proposed  authorization  of  $17  million  for  NCCAN  re- 
search and  demonstration  programs  and  state  grants  1n  child  abuse 
and  neglect  would  merely  maintain  the  current  funding  level  for 
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these  programs.    11  the  seven  states  and  two  territories  currently 
not  eligible  to  receive  funds  from  the  legislation  were  to  become 
eligible,  current  state  grant s--al ready  low--would  need  to  be  re- 
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duced.    tloreover,  additional  funds  v/ould  be  needed  to  help  states 
implement  the  "Baby  Doe"  provisions  of  S.  1003.    While  the  Associ- 
ation has  not  taken  a  stand  regarding  these  provisions,  we  believe 
that  no  additional  requirements  should  be  placed  on  states  without 
providing  additional  funds  to  implement  them. 

We  urge  an  authorization  of  $30  million  for  child  abuse  programs. 
Such  a  funding  level  would  allow  NCCAN  to  expand  the  state  grant 
program  and  increase  its  support  for  prevention  programs,  something 
recomended  by  the  Government  Accounting  Office  and  strongly  supported 
by  the  Association  and  the  National  Child  Abuse  Coalition.  •  In  fact,  we 
recommend  that  the  language  of  the  legislation  be  amended  to  direct 
NCCAN  to  spend  a  substantial  share  of  its  funds  on  prevention  programs. 
We  suggest  that  states  also  be  encouraged  to  use  a  portion  of  their 
grants  for  programs  designed  to  prevent  child  abuse  and  neglect.  In 
addition,  we  regret  that  the  separate  authorization  for  programs 
designed  to  prevent,  identify  and  treat  sexual  abuse  was  dropped  from 
S.  1003  and  urge  that  it  be  reinstated. 

We  also  recommend  that  the  reauthorization  be  for  a  minimum  of  four 
years  and  that  the  Department  of  Health  and  Hufr.an  Services  be 
required  to  develop  a  comprehensive  plan  annually  to  provide  for 
coordination  of  activities  of  all  federal  agencies  responsible  for 
programs  in  child  abuse  and  neglect. 
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Concerns  About  Adoption  Provisions  In  S>  1003 
We  also  have  serious  concerns  about  the  language  relating  to 
adoption  in  S.  1003,  particularly  the  proposed  changes  in  Title  II, 
Adoption  Opportunities,  Section  201  of  the  Act  which  state: 
"...infants  born  to  teenaged  individuals,  unmarried  parents  and 
thousands  of  children  in  institutions  or  foster  homes  may  be  in 
serious  jeopardy  and... such  infants  and  children  are  in  need 
(emphasis  added)  of  placement  in  permanent  adoptive  homes..."  The 
language  appears  to  infer  that  aVI^  children  born  to  single  parents  - 
and/or  teenage  parents  are  in  serious  jeopardy.    The  proposed 
changes  could  be  interpreted  to  justify  government  intrusion  in  the 
personal  affairs  of  many  families  fully  capable  of  caring  for  their 
children.    Further,  adoption  should  not  be  considered  the  only 
alternative  in  cases  where  children  are  in  serious  jeopardy  since, 
in  many  cases,  natural  parents  lack  resources  rather  than  motivation 
and  the  desire  to  care  for  their  children. 

Assistance  is  needed  in  helping  adoption  agencies  to  develop  creative 
programs  that  will  find  adoptive  homes  for  the  approximately  100,000 
special  needs  children  identified  as  needing  adoptive  homes.    We  urge 
the  subcommittee  to  retain  the  original  language  of  Section  201  which 
focuses  attention  on  special  needs  children,  those  children  most  in 
need  of  adoptive  homes.    There  are  thousands  of  homes  waiting  for 
healthy  infants.    The  need  is  to  continue  the  leadership  at  the 
federal  level  to  develop  creative  approaches  to  strengthening  inter- 
state collaboration  in  the  development  of  programs  to  successfully 
place  this  country's  neediest  children  in  adoptive  homes. 
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The  Association  appreciates  this  opportunity  to  submit  this  testimony 
In  support  of  the  reauthorization  of  the  Child  Abuse  Prevention  and 
Treatment  and  Adoption  Reform  Act,  and  urges  you  to  maintain  this 
subcommittee's  learlership  on  behalf  of  children. 


Virginia  Thomas  Austin 
Public  Policy  Chairman 
The  Association  of  Junior  Leagues,  Inc. 
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STATEMENT 
of  the 

AMERICAN  MEDICAL  ASSOCIATION 
to  the 

Family  and  Human  Services  Subcommittee 
Labor  and  Human  Resources  Committee 

U.S.  Senate 

RE:     S.  1003  -  Reauthorization  of  the  National 
Center  on  Child  Abuse  and  Neglect 


April  27,  1983 

The  Americ£m  Medical  Association  takes  this  opportunity  to  submit  its 
comments  or.  S.  1003.     The  AMA  supports  reauthorization  of  the  National 
Center  on  Child  Abuse  and  Neglect  (Center),  but  opposes  provisions  of  S. 
1003  that  relate  to  handicapped  infants. 

This  bill  would  reauthorize  the  Center  for  three  years.    The  funding 
authorization  would  be  $17,000,000  for  each  of  the  three  years.  Included 
in  the  $17,000,000  is  $7,000,000  for  st£ te  child  abuse  prevention  and 
treatment  grants  and  $2,000,000  for  activities. 

Several  statutory  changes  would  be  made  by  this  bill  apparently  to 
address  situations  where  severely  handicapped  Infants  might  be  denied 
medical  treatment  or  nutritional  sustenance.  ^ 
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This  bill  would  require  the  Center  to  conduct  a  study  on  the  national 
incldt'uce  ot  child  abuse  including  a  "detenninatlon  of  those  incidents  of 
child  abuse  and  neglect  which  involve  the  denial  of  nutrition,  medically 
indicated  tre.itraent,  general  care,  or  appropriate  social  services  to  in- 
tants  at  risk  with  life-threatening  congenital  Impairnjents."     The  Center 
would  report  to  Cotigr»ibs  i:he  findings  and  recommendations  for  legislative 
and  administrative  changes  as  are  appropriate. 

In  addition  to  current  activities,  the  bill  would  require  the  Canter 
to  provide  technical  assistance  and  training  that  will  encourage  and 
assist  the  states  in  developing,  implementing  cr  Improving  procedures  to 
ensure  "that  nutrition,  medically  indicated  treatment,  general  care  and 
appropriate  social  services  ( including  services  assured  under  the  provi- 
sions of  section  504  of  the  Rehabilitation  Act  of  1973)  are  provided  co 
infants  ac  risk  with  life-threatening  congenital  impairments.* 

To  qu.'iiify  for  grants  for  prevention  and  treatment  programs  in  child 
abuse  and  neglect,  this  bill  would  require  states  to  have  procedures  to 
"bo  followed  by  child  protective  service  agencies,  health  care  facil- 
ities, heaJth  and  allied  medical  professionals,  such  other  agencies  or 
individuals  as  a  State  may  deem  appropriate,  r,oc.tal  service  providers, 
and  courts  of  competent  jurisdiction,  to  ensure  that  nutrition,  medically 
indicated  •:reatn.ent,  general  care,  and  appropriate  social  services  are  . 
provided  to  infants  at  risk  with  life-threatening  congenital  impair- 
ments,"    Further,  the  current  requirement  that  a  state  provide  for  the 
reporting  of  suspected  child  abuse  and  neglect  would  be  expanded  to 
require  a  procedure  for  "any  interested  person  to  report  to  appropriate 
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auchorltles  any  known  or  suspected  Instance  of  the  denial  of  nutrltldn, 
medically  Indicated  treatment,  general  care,  or  appropriate  social  ser- 
vices to  Infants  at  risk  with  life-threatening  congenital  impairments." 

Tlie  adoption  provisions  would  also  be  amended  to  require  the  Secre- 
tary CO  review  model  adoption  legislation  and  make  changes  to  facilitate 
/        "adoption  opportunities  for  infants  at  risk  with  life-threatening  con- 
genital impairments," 

COMMENTS 

National  Center  on  Child  Abuse  and  Neglect 

Child  abuse  is  an  important  health  problem.     In  1981  the  Center 
reported  'the re  were  652,000  known  cases  of  child  abuse  per  year.  These 
included  207,000  cases  of  physical  assault,  138,400  cases  of  emotional 
abuse,  108,000  cases  of  physical  neglect,  and  44,700  cases  of  sexual 
abuse.     These  statistics  do  not-,  however,  provide  a  true  measure  of  the 
full  extent  of  the  problem.     The  National  Center's  study  does  not  include 
the  Incidence  of  child  abuse  and  neglect  known  to  non-professionals,  but 
not  reported.     Expert  observers  believe  that  the  actual  incidence  is  at 
least  1,000,000  cases  per  year.     It  is  also  estimated  that  2,000  -  5,Q00 
children  die  each  year  as  a  result  of  physical  abuse  or  neglect  .';nd  many 
more  are  severely  injured  or  impaired  as  a  result  of  abuse  or  neglect. 
^  The  magnitude  of  r.he  problem  and  ics  tragic  consequences  for  chil-dren 

and  society  make  It  imperative  that  all  elements  of  society,  governmental 
and  non-governmental  undertake  programs  to  minimize  and  if  possible 
eliminate  the  abuse  of  children.     The  AMA  and  physicians  recognize  the 
essential  role  that  medicine  'plays  in  controlling  child  abuse.     Th.-^  AflA 
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Houae  o£  Dtiltigates,  in  December  1982,  approved  a  report  entitled  "AMA 
Involvement  in  Prevention  and  Treatment  of  Child  Abuse  and  Neglect^."  A- 
copy  of  this  report  Is  enclosed.     This  report  discusses  the  problem  of 
child  abuse,  the  physician's  role  In  addressing  the  problem,  and  plans 
for  Increased  AMA  Involvement  In  this  area. 

At  the  same  meeting  In  December  1932,  the  House  of  Delegates  approved 
a  'report  of  the  Judicial  Council  which  states.  In  part,  "The  physician 
who  falls  to  comply  with  the  laws  requiring  reporting  of  suspecrtied  cases 
of  abuse  of  children  and  elderly  persons  and  others  at  risk  can  expect 
that  the  victims  could  receive  more  severe  abuse  that  may  result  in  per- 
manent bodily  or  brain  Injury  or  even  death  .  .   .  The  obligation  to  com- 
ply with  statutory  requirements  is  clearly  stated  in  the  Principles  of 
Medical  Ethics.    As  stated  in  1.02,  the  ethical  obligation  of  the  physi- 
clan  may  exceed  the  statutory  legal  requirement."    A  copy  of  this  report 
is  also  attached. 

'        The  most  useful  and  beneficial  role  of  physicians  is  the  prevention 
-^of  abuse  and  neglect.     They  can  provide  or  arrange  for  prenatal  and  post- 
natal family  counseling.  Identify  problems  in  child  rearing  and  par- 
enclng,  and  advise  about  family  planning  an^^irth  control.  Physicians 
"    should  underst>ind  and  be  sensitive  to  the  factors  suoh  as  the  quality  of 
marital  relationships,  disciptinary  styles,  economic  stresses,  emotional 
problems  and  substanct  abuse  that  result  in  th^  abuse  of  children.  Phy- 
sicians who  are  caring  for  patients  have  an  excellent  opportunity  to 
identify  families  with  special  problems  at  an  early  stage  and  to  refer 
them  to  appropriate  prof esdionals  so  the  family  may  receive  treatment 
before  a  child  suffers  serious  injury. 
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In  these  situntlona  where  a  physician  observes  that  a  child  has  been 
abused,  the  report  states  it  is  "the  physician's  responsibility  to  pro- 
tect the  child  from  further  harm."    This  may  require  promptly  informing 
the  appropriate  agency  that  handles  child  protection  matters  and,  in  some 
cases,  admitting  the  child  to  a  hospital.    According  to  the  report,  it  is 
necessary  for  the  physician  to  conduct  a  prompt  evaluation  of  the  child's 
■  physical,  emotional  and  developmental  problems  when  the  child  is  hospi- 
talized.    Consultations  with  other  physicians  should  be  conducted  as 
necessary  to  evaluate  and  document  the  physical  and  psychological  results 
of  the  abuse  or  neglect.     During  the  evaluation  process  it  is  essential 
that  the  physician  record  the  findings  in  the  medical  chart,  since  the 
medical  record  may  provide  the  means  of  preventing  further  abuse 
including  pivotal  evidence  in  juvenile  or  family  court. 

The  report  provides  for  increased  AMA  activities  in  the  area  of  child 
abuse,  including:  ^ 

1.  Working  with  state  medical  societies  to  facilitate 
existing  programs  that  focus  on  prevention  and  treat- 
ment of  child  abuse'and  neglect,  particularly  those 
capable  of  stimulating  greater  physician  involvement 
and  illustrating  the  value  of  multidisclplinary 
teamwork. 

2.  Encouraging  state  medical  societies  to  establish  com- 
mittees on  child  abuse. 

3.  Urging  state  and  county  medical  societies  to  establish 
liaison  with  specialty  societies,  the  educational  com- 
munity, the  -legal  and  dental  professions  and  other 
civic,  community  and  professional  groups  involved  in 
this  area. 

A.     Preparing  and  distributing  printed  and  audio-visual 

materials  to  inform  physicians  of  the  nature  and  extent 
of  the  problem  of  child  abuse  and  neglect  and  the  role 
they  can  play  in  identification,  treatment-  and  r 
prevention. 
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5.  Delineating  treatment  approaches  at  various  levels  of 
physician  participation,  so  that  specific  guidelines 
can  be  prepared  to  help  physicians  carry  out  their 
reporting  and  case  management  responsibilities. 

6.  Encouraging  the  AMA  Auxiliary  to  take  a  leading  ^art  In 
disseminating  Information,  promoting  parent  education 
programs,  creating  coalitions  with  other  volunteer 
organizations,  and  conducting  preventive  programs 
utilizing  volunteers. 

7.  Sponsoring  a  national  conference  to  highlight  model 
programs  of  prevention  and  treatment,  especially  those 
in  which  state  medical  societies  play  an  Important 
part,  and  to  help  the  profession  keep  abreast  of  new 
developments  In  the  field. 

«.     Recognizing,  through  awards,  outstanding  child  abuse 
programs  and  other  achievements  in  detection,  preven- 
tion,  treatment  and  public  and  professional  education 
regarding  child  abuse  problems,  for  the  purpose  of 
encouraging  continuing  support  for  such  programs. 

This  report  was  only  recently  adopted-    The  AMA  is  now  planning  the 
programs  to  accomplish  these  recommendations.    An  advisory  panel  is 
assisting  us  in  the  implementation  phase  of  this  project- 
While  the  AMA  and  other  non-governmental  organizations  are  essential 
to  efforts  aimed  at  reducing  the  incidence  of  child  abuse,  the  govern- 
mental sector  is  a  necessary  partner-     The  Center  has  served  an  important 
role  in  tlie  prevention  and  treatment  of  child  abuse  since  its  establish- 
ment in  1974.    The  major  functions  of  the  Center  are:    1)  generating 
knowledge  on  prevention,  treatment  and  improving  programs;  2)  collecting, 
analyzing  and  disseminating  information  on  child  abuse  and  neglect  and 
programs  to  reduce  the  incidence;  3)  assisting  states  and  local  com- 
munities In  implementing  child  abuse  programs;  and  4)  coordinating 
federal  ellorts  on  child  abuse  prevention  and  treatment.     The  AMA 
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believes  that  11"  thuBe  activities  were  to  be  discontinued,  current  pro- 
grams to  prevent  and  treat  child  abuse  would  suffer  significantly  and 
progress  in  the  area  would  be  slowed.    Therefore,  we  support  reauthor- 
ization of  the  Center. 
Handicapped  Infants 

Recently,  the  tragic  circumstances  of  infants  born  with  severe  handi- 
caps and  medical  complications  have  received  public  attention.  Regula- 
tory and  legislative  Initiatives  have  been  proposed  to  address  these 
situations  which  are  tragic  for  families  and  agonizing  for  physicians, 
other  professionals  such  as  nurses,  and  institutions  called  on  to  assist 
parents  and  child.    We  must  urge  against  adoption  of  any  provisions  that 
would  result  in  direct  governmental  intervention  in  the  family  aud  the 
functions  of  physicians  in  such  situations. 

Throughout  Its  history  the  medical  profession  has  wrestled  with  the 
issues  of  what  is  appropriate  treatment  for  a  given  individual  and  who 
should  make  Chat  determination*    These  are  issues  of  the  greateist  diffi- 
culty and  significance  that  have  to  be  made  in  the  best  interest  of  the 
infant  by  all  who  have  responsibilities  for  the  infant.    At  the  same 
tlmCf  societal  interests  are  involved.     Nevertheless,  in  the  absence  of 
overriding  circumstances,  we  believe  there  cannot  be  any  substitute  for 
the  informed  decisions  of  the  parents  based  on  the  advice  of  physicians 
personally  involved  in  a  particular  situation^ 

The  medical  profession  is  dedicated  to  healing  and  to  the  preserva- 
tion of  life.     This  dedication  -  strong  as  it  is  -'is  surpassed  by  the 
depth  Wnd  intensity  of  feeling  and  the  bond  which  exists  between  parents  . 
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and  their  childriiiu     The  natural  instincts  of  the  parents  are  for  sur- 
vival of  the  newborn.    These  Instincts  are  strong.    We  recognize  that 
child  abuse  occurs  and  is  a  serious  problem  for  the  children,  parents  and 
the  community,  but  we  should  not  lose  sight  of  the  fact  that  for  the  vast 
majority  of  parents  survival  and  the  best  interests  of  their  children  are 
paramount.     The  natural  ties  of  parents  to  their  children  and  their  love 
and  concern  for  the  total  welfare  of  the  Infant  in  the  context  of  the 
Immediate  circumstances  cannot  be  fully  understood  nor  is  it  truly 
addressed  by  those  who  debate  the  Issues  in  an  atmosphere  quite  separate 
from  the  reality  of  the  event.    The  physician  -  and  all  others  involved  - 
must  offer  compassion,  information  and  understanding  and  reach  out  to  the 
parents  who,  in  the  throes  of  tragedy  and  grief,  are  searching  for 
answers  and  advice. 

The  physician  in  such  cases  is  in  a  difficult  circumstance  and  is 
also  in  need  of  guidance.    The  experience  gained  by  the  profession  over 
tuu  years  is  expressed  in  AHA  Judicial  Council  Opinion  2.10  adopted  to 
provide  guidance  to  physicians  in  these  difficult  situations.    The  text 
of  the  Judicial  Council  Opinion  reads  as  follows: 

QUALITY  OF  LIFE.     In  the  making  of  decisions  for  the  treat- 
ment of  seriously  deformed  newborns  or  persons  who  are 
severely  deteriorated  victims  of  injury,  illness  or 
advanced  age,  the  primary  consideration  should  be  what  is 
best  for  the,  individual  patient  and  not  the  avoidance  of  a 
burden  to  the  family  or  to  society.    Quality  of  life  is  a 
factor  to  be  considered  in  determining  what  is  best  for  the 
individual.   'Life  should  be  cherished  despite  disabilities 
andhandicaps,  except  when  prolongation  would  be  inhumane 
and  unconscionable.     Under  these  circumstances,  withholding 
or  removing  life  supporting  means  is  ethical  provided  that 
the  normal  care  given  an  individual  who  is  ill  is  not 
discontinued.     In  desperate  situations  Involving  newborns, 
the  advice  and  judgment  of  the  physician  should  be  readily 
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available,  but  the  decl^aXon. whether  to  exert  maximal 
efforts  to  sustain  life  should  be  the  choice  of  the  par- 
ents.    The  parents  should  be  told  the  options,  expected 
benefits,  risks  and  limits  of  any  proposed  care;  how  the 
potential  for  hunicin  relationships  is  affected  by  the 
Infant's  condition;  and  relevant  Information  and  answers  to 
their  questions.     The  presumption  is  that  the  love  which 
parents  usually  have  for  their  children  will  be  dominant  In 
the  decisions  which  they  make  in  determining  what  is  in  the 
best  interest  of  their  children.     It  is  to  be  expected  that 
parents  will  act  unseltishly,  particularly  where  lite 
Itself  Is  at  stake.     Unless  there  is  convincing  evidence  to 
the  contrary,  parental  authority  should  be  respected. 

In  our  view,  decisions  as  to  the  treatment  of  a  newborn  should  be 
determined  by  the  parents  following  consultation  with  their  physician  in 
ttie  manner  described  above.     The  intent  of  this  bill,  however,  is  to 
encourage  governmental  intervention  into  medical  treatment  decisions 
involvijig  handicapped  infants.     We  believe  such  government  Intervention 
intrudes  on  the  rights  and  responsibilities  of  parents,  families,  physi- 
cians and  Institutions.     There  is  no  evidence  that  the  provisions  of  this 
bill  will  benefit  the  child,  the  parents,  the  physicians  or  the  institu- 
tions involved;  therefore  we  oppose  these  provisions. 

This  bill  would  define  certain  decisions  regarding  appropriate  medi- 
cal treatment  tor  handicapped  infants  as  "child  abuse."    We  oppose  this 
approach.     We  believe  such  situations  are  unique  and  are  fundamentally 
ditleri?nt  from  the  generally  accepted  concept  of  "r'nild  iibuse."  We 
believe  that  the  causes  or  the  situational  factors  op    tonally  differ- 
ent.    It  is  therefore  inappropriate  to  address  the  ^ s.  le  of  handicapped 
infants  within  the  context  of  child  abuse  legislation.     Furthermore,  the 
developicent  and  Implementation  of  these  procedures  wil..    U.verC  public 
attention  and  resources  from  essential  efforts,  lo  prevent  and  protect 
children  from  abuse  by  their  parents. 
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The  AMA  is  ^jravely  concerned  that  Guch  activities  will  increase 
stress  in  a  situation  where  the  family  is  already  experiencing  extreme 
stress.     This  is  not  beneficial  to  the  parents,  the  Infant  or  other 
children  in  the  family. 


The  AMA  recognizes  that  child  abuse  is  a  serious  health  and  societal 
problem  and  therefore  is  involved  in  activities  to  enhance  physicians* 
knowledge  and  skills  In  areas  of  prevention  and  treatment.    We  believe 
the  Center  makes  significant  contributions  to  efforts  directed  at 
reducing  child  abuse  and  neglect,  and  we  support  reauthorization  of  the 
Center* 

However,  we  oppose  provisions  of  the  bill  that  will  result  in  govern- 
mental interference  in  the  decisions  concerned  w.ith  the  medical  treatment 
of  handiccipped  infants.    We  believe  that  ,  unless  there  is  convincing  evi- 
dence that  the  parents  are  not  acting  in  the  interest  of  the  child,  the 
parents  should  decide  what  medical  treatment  their  child  will  receive. 
We  cannot  support  efforts  that  will  result  in  governmental  int^ference 
with  and  second-guessing  these  parental  decisions  made  in  consultation 
with  their  physician.    S.  1003  should  be  amended  to  delete  the  provisions 
relating  to  handicapped  infants. 


CONCLUSION 
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XEPORT  OK  THE  COUNCi;  ON  SCIENTIFIC  AFFAIXS  " 


^  Report:  J 

Subject:  AMA  Involveaenc  in  Prevention  and  Treataent  of 

Child  Abuse  and  Neglect 
(Substitute  Resolution  75,  A-Sl) 

Preso-cod  by:    Villlaa  D.  Dolan,  M.D.,  Chairaan 

Referrsd  to:      Reference  Ccouoittee  E 

(Edvard  Sattenapiel,  M .D .,  Chairaan) 


1  Report  T  of  Che  Board  of  Trustees  .(1-81) ,  which  was  adopted  by  the 
:  House  o:  Delegates,  called-  for  a  study  to  deteraine  the  feasibility  of 

3  }1L\  activity  in  the  area  of  child  abuse  and  neglecc.    This  report  was  in 

2  jesponse  to  Resolution  75  (A-81) ,  vhich  had  been  referred  to  the  Beard 
5  and  which  urged  the  Association  to  develop  ah  educational  program 

^  rocusing  on  the  prevention  of  child  molestation,  incest  and  exploitation. 

^  iubsiequently ,  the  Council  on  Scientific  Affairs  appointed  an 

r  adv**dorv  pjnel  for  the  purpose  of  assessing  the  najor  considerations  and 

LO  rrJAir.^  specific  recoraendatior.s  for  AMA  participation  in  this  area. 

After  J  conprehensive  review,  the  advisor;/  panel  recoranended  to  the 

13  Council  that  the  .\MA  assume  an  active  leadership  role  in  a  renewed  attack 

I-  r)n  :he' widespread  problem  of  child  abuse,  including  sexual  abuse. 
15 

1-3  Th.i  Council  believes  that  the  .\>1A,  in  cooperation  with  state  medical 

17  ^na  apricijlty  societies  and  the  .MiA  Auxiliary  should  (a)  increase  awareness 

13  of  the  problem  among  physicians  and  the  public;  (b)  improve  training  and 

19  education  in  ihe  use  of  existing  modalities  for  diagnosing,  i^reating  and 

-0  pr2*-entir.g  abuse;'  iz)  promote  the  development  of  ir.nwaj;ive  programs  that 

-1  will  advance  nedical  knowledge  and  competence  in  tiffs  impoVtant  field  of 

2.Z  chili  and  family  health;  and  (d)  encourage  physicians  to  work  with 

Z3  chile  protective  teams  drawn  from  many  fields,  including  law,  social 

1-  work,  psycnology  and  the  lay  volunteer  conaiunity. 

-  '  ; 

^3  Extent  of  the  Problem 

Child  abuse  ia  known  to  exist  in  all  racial  and  ethnic  groups  and 

1?  y  in  all  levels  of  society.    Bas^d  on  the  National  Study  of  the  Incidence 

jO  '  and  Severity  of  Child  .\buse  and  Neglect  published  in  1931,  the  National 

II  Ocr.ter  estl^nates  the  annual  incidence  of  child  abuse  and  neglect  at 

31  'jj:.0OG  cases  per  year.    Of  this  total,  about  half  are  attributed  to 

33  physical,  sexual  and  emotional  abuse,  and  the  rest  to  various  forms  of 

J-  neglect,   including  physical,  educational  and  emotional. 


Past  HouSd  Acti.-in:    :-31:-.9-50:  A-ci::23Z 
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1  Physical  assault  w«»  chc  moac  frequcac  fona  or  abuse  identified  ia 

-  rhe  stuay  (20>,,600).    Aoong  che  aajor  categories  of  neglect,  educational 

-  zeglect  was  theN^t  frequently  cited  (181,500),  Incidence  rates  for 
^  sexual  abuse  were*i»t700,  emotional  abuse,  138,^00,  physical  neglect, 
3  108,000,  and  emotional  ceglect,  59,400  cases  per  year.    A  significant 

number  ot  children  die  or  are  severely  injured  or  impaired  as  a  result 

'  of  abuse  or  neglect. 
5 

9  The  number  of  missing  children  in  this  country  has  been  estimated 

-'^  as  high  as  1.3  million  annually,  according  to' the  Department  of  Health 

11  and  Human  Services.    These  children,  whether  runaways  or  victims  of 

I-  abduction  or  child  snatcbint  are  exceedingly  vulnerable  to  physical, 

i-3  sexual  and  emotional  abuse  and  exploitation.    Such  exploitation  can  take 

the  form  of  pornography,  drug  trafficking  and  other  illicit  activities 

13  in- which  adults  can  profit. 
1  b 

17  ^         Widespread  public  concern  about  the  problems  of  child  abuse  and 

1^  neglect  is  largely  a  phenomenon  of  the  past  two  decades.  Mandatory 

^'^  reporting  laws  for  suspected  cases  of  child  abuse  and  neglect  now  in 

-C  place  ia  all  states,  offer  those  persons  who  report  in  good  faith 

-1  protection  from  retaliatory  litigation.    Early  reporting  statutes  were 

^-  directed  primarily  to  physicians.    However,  most  states  have  expanded 

the  list  of  those  required  -to  report  to  include  other  health 

-'•*  professionals,  as  well  as  teachers,  law  enforcement  personnel  and  child 

care  workers.    Many  states  have  broadened  the  concept  of  reportable 

••^  circumstances  to  include  not  only  physical  inpury  but  also  sexual  abuse, 

neglect  and,  in  some  cases ^  exploitation. 

28  « 

29  Definitions 

30  ~ 

31  States  and  conmunities  define  child  abuse  and  neglect  in  a  variety 

32  of  ways.    These  definitions  can  be  found  in  state  statutes,  case  law  and 

33  agency  regulations.    For  the  purposes  of  this  report,  child  abuse  and 
3^  neglect  are  defined  as  physical,  emotional  and  sexual  abuse  as  well  as 

35  negligent  treatment  or  maltreatment  of  a  child  under  the  age  of  18  by  a 

36  parent  or  caretaker  who  is  responsible  for  the  child's  welfare. 
37 

33  ''Child  abuse//  which  includes  physical,  sexual  and  emotional  abuse, 

39  occurs  through  an  act  by  a  parent  or  caretaker  which  is  not  accidental 

-^'^  and  which  is  detrimental,  or  threatens  to  be  detrimental,  to  a  child's 
physical  or  mental  health  or  welfare. 

«3  ''Child  neglect"  is  an  omission,  specifically  the  failure  o£  a 

parent  or  other  person  legally  responsible  for  a  child's  welfare  to 
provide  for  the  child's  basic  needs  and  an  adequate  level  of  care. 

"■•0        Child  neglect  tends  to  be  chronic  and  involves  inattention  to  the 
child's  basic  heeds  for  food,  clothing,  shelter,  medical  care, 

■^S        supervision,  affection  and  intellectual  and  social  stimulation. 

--^        "educational  neglect"  refers  Co  a  parent  or  caretaker  who  knowingly 
pt-rmits  chronic  truancy  or  fails  to  enroll  the  child  in  school. 

31  "Physical  neglect"  involves  abandonment  of  a  child,  disregard  for  the 

32  child's  safety  or  inattention  to  the  child's  medical  needs.  "Eaotional- 
neglect"  refers  to  inadequate,  curturance  of  or  affection  for  the  child. 
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Aj  Che  c«ra' impliaf /'phyiical  abuie"  is  non-accidencal  trauma  such 

:  as  fractures,  burns ,  bruisas ,  Welca,'cuts  aad/or  internal  injuries. 

3  frequently,  physical  abuse  is  used  as  a  disciplinary  or  punitive 

'*  measure,  and  can  raiige  froa  a  slap  or  a  kick  to  "the  use  of  such  objects 

5  as  straps,  belts,  kitchen  utensils,  pipes,  etc. 

6  ; 

7  ''Sexual  abuse"  involveo  any  contacts  or  interactions  becve«a  a 

8  child  iod  on  adult  or  caretaker  in  which  Che  child  is  being  abused  or 

9  exploited  for  the  purpose  ot  sexually  stimulating  the  perpetrator  or 

10  some  other  pfsrson.    The  most  conuaon  forms  of  sexual  abuse  are  incest  and 

U  aolestation.    Child  pornogrnphy  vould  also  be  considered  an  act  of 

12  sexual  abuse  since  the  child  is  being  exploited  to  meet  the  sexual  needs 

13  or  others,  ottcn  for  profit. 
U 

15  "Emotional  abuse"  freuently  manifests  itself  in  the  form  of  verbal 

16  abuse  or  excessive  demands  on  a  child's  performance  and  often  results  in 

17  impaired  psychological  growth  and  development. 

13 

: 'i  "Child  snatching"  is  ^he  abduction  of  a  child  by  a  non-custodial 

10  parent  or  other  relative.     This  may  occur  when  parents  separate  and  one 

-I  or  the  other  illegally  kidnap*  the  child  (or  children)  *nd  twvcs 

22  zo  a  distant  location.     As  a  result,  the  child's  emotional  supports 

22  round  in  the  family,  home,  friends  and  cotmnunity  are  abruptly 

2^  ei ininated .  ' 
25  .1 

Leci  j  Lative  and  AdjinlJtracive'^  Resoonaes 

Z'i  Ti\e  197-  Child  Abuse  Prevention  and  Treatment  Act  created  a 

29  :.'at'.jnal  Center  on  Child  Abuse  and  Neglect  (NCCAN)  whose  aajor  fuactlons 

jO  nave  been  to  support  a  variety  of  research  and  intcr'/encion  efforts  at 

31  Che  -state  and  local  level,  and  to  aaintatn  a  national  clearinghouse  of 

32  mfcraarion. 
12 

The  agency  deslgaated  by  law  -to  receive  child  abuse  reports  varies 

35  considerably  from  state  to  state.    Most  reporting  laws  require  that  report 

2t  be  submitted  iirectly  to  a  Iccal  or  state  social  services  department; 
scxe  statutes  :nandate  that  reports  be  filed  with  law  enforcement 

33  .isencies  or  one  of  several  social  service  agencies.  In  recent  years, 
:9  several  communities  ar.d  states  have  established  centralized  reporting 
-C  hotiir.es  and  renote  access  computer  tensinals  to  receive  and  transmit 
- 1  reports . 

-2  Trie  Child  Protectior.  Services  (CPS)  agency  is  responsible  for  the 

coordination  and  often  Che  orovision  of  treatment  or  rehabilitation 

^.5  sftf/ices.    Statutory  provisions  require  CPS  agencies  to  accept  referrals 

-6  jf  suspected  abuse  or  neglect,  initiate  investigations  and  determine  the 

-7  validity  at  submitted  reports.    Insufficient  staffing  and  funding  have 
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1  produced  serious  difficulcies  for  many  o£  chese  agencies  in  handling  Che 

~  large  caseload  o£  investigations  as  well  as  che  delivery  ot  services. 

3  These  agencies  arc  manned  by  social  workers  who  frequendy  are 

overworked,  inadequately  supervised  and  have  licde  access  Co  medical  or 

5  psychiacric  support,  not  to  aentioh  other  social  services. 
•J 

Implications  ot  the  Research 

9  In  recent  years,  researchers  and  clinicians  have  regarded  child 

1^  abuse  as  a  complex  pheaonenon  that  occurs  in  a  seCtiag  where  emotional 

11  and  social  deprivation  and  environmental  stressors  interact  in  such  a 

12  way  as  to  inhibit  normal  loving  relationships  between  parents  and 

13  children.    Although  knowledge  about  child  abuse  is  incomplete, 

I-^  investigators  have  identified  some  characteristics  of  abusive  adults  and 

I  3  abused  cbildreu. 

16 

1^  A  considerable  amount  of  research  has  focused  on  the  psychodynamic 

L3  and  soclocultural  characteristics  qi  abusing  parents.     Child  abusers 
1 ^.ave  been  characterized  as  socially  isolated  with  negative  «sel£-images, 

Zj  otten  abused  or  neglected  in  their  own  childhood,  and  exhibiting  such 

2\  traits  as  unrealistic  expectations  of  their  children  and  an  inability  to 

ZZ  cope  wi::h  stress.    Their  emotional  disabilities  often  prevent  them  from 

Z2  obtairxiag  appropriate  support  and  assistance  from  healthy  adults  or 

Z^  professionals  in  learning  to  care  for  their  children. 

^3  ■ 

Stress,   frequently  cited  as  a  contributing  factor  in  abuse,  may 

Z'  ierive  £rom  unemployment,  inadequate  housing,   lack  of  food  and  clothing, 

Zi  financial  problems,  marital  conflicts,  chronic  illness  in  the  family,  or 

29  any  other  domestic  crisis  that  produces  fear  or  anxiety;  such  factors 

30  aay  provoke  a  parent  to  abuse  a  child  cr  to  overlook  a  child's  needs, 

31  thereby  leading  to  neglect.     Alcoholism  and  drug  abuse  are  also 

32  associated  frequently  with  child  «D^^se. 
1  ■: 

3^  Investigators  have  identified  aever.il  physical  ind  ^.actional 

33  characteristics  of  children  that  are  linked  to  abuse .     There  is  no 

36  question  that  abused  and  neglected  children  are  at  considerable  risk  of 

3  7  acquiring  emotional  disorders  and  character  traits  which  resemble  thu 

38  personalities  of  their  abusive  parents. 
3  3 

-^'^  Mistreated  children  are  also  at  an  increased  risk  of  developmental 

-^1  delays  and  deviations,  including  retarded  intelligence,  learning 

^2  disaoility,   language  delay,  perc«ptual-*aotor  dysfunction  and  failure  to 

"J  thrive. 

-3  In  the  case  of  children  with  developmental  disabilities,  abusive 

-«6  parents  say  not  be  knowledgeable  about  their  child's  special  needs  and 

-7  liziited  abilities  during  various  stages  of  development,  and  unrealistic 

expectations  may  lead  to  abuse.     An  allied  consideration  is  that  because 

^9  a  handicapped  child  is  often  a  disappointment  to  parents,  such 

3^  d'w::appointment  may  manifest  itself  in  anger  and  frustration  during  the 

cr.iLd's  development.     In  fact,  any  child  can  be  a  disappointment  to  pareut 

j2  ir.j  rav  be  noza  5iiccor>t:ible'       abuse  if  he  or  she  rails  to  cieeC 
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1     tine    carjnts'     expeccations  (being  a  good  scudenc  or  an  excellent 

>^     dchlece).     li.  is  aI:io  recognized  chac  children  wich  accencion  dccicics 

3     are  aore  likely  lo  becoae  viccias  o^  child  abuse. 

3  The  abused  cnild  is  frequ^ncly  characterized  as  being  unusual  or 

unwanced,  and  therefore  viewed  as  "different"  by  the   parents.  This 
''difference*'  aay  be  real  as  in  t:he  case  of  the  mentally  retarded  child 
^    or  invalid  as  in  the  case  of  the  scapegoated  child  puaished  for  a 
>    parent's  lack  of  self'-esteeo  or  sense  of  inadequac/i  or  as  in  the  case 
»  ■     or  a  child  who  is  the  product  of  an  unwanted  pregnancy. 

?remature  and  lov-birth  weight  infants  are  often  the  victinis  of 
13     abuse.     Research  indicates  that  the  post  p^rtua  period  is  influential  in 
N     fonaing  and  strengthening  the  attachaent  betvcea  the  toother  and  child. 
Necessarily,  prenature  infants  are  separated  frsm  their  mothers 
ic=aediately  after  birth  and  for  some  time  thereafter,  thus  delaying  the 
^'     bonding  process.    In  addition,  premature  babies  frequently  develop  more 

slowly  and  with  varying  degrees  of  difficulty.    This  may  place  extra 
-       deaands  on  the  parents . 
20 

>1  Of  special  interest  to  some  investigators  and  clinicians  is  the 

>^  early  identification  of  high-risk  mothers  during  the  perinatal  period. 
-3     This  period  affords  a  special  opportunity  to  assess  the  mother  and  her 

baby  for > potential  probleas.    Recent  work  on  maternal-'inf ant  bonding 
-3     suggest:!  that  child  abuse  may,  in  some  cases,  have  its  origins  when 

aothcr  and  infant  fail  to  bond  during  t:he  earliest  days  of  infancy. 

Studies  on  prediction  and  prevention  of  child  abuse  and  neglect  show 
-3     that  a  higb-riik  population  can  be  identified  and  that  even  Qodest 

incer^rention  efforts  with  these  parents  can  prevent  serious  injuries 
30     requiring  hospitalization. 
31 

3 2  Special  Challenges 

33 

3-^  Because  there  are  various  forms  of  child  abuse  and  neglect,  the 

3  ^  family  as se:} scents ,  treatment  programs  and  evolving  prevention  mode  Is 
36  should  encompass  a  multi-disciplinary  approach.  Mo  one  individual  or 
3^     professional  discipline  has  the  expertise  to  deal  effectively  uilh  this 

33  coaplex  problea.    The  model  of  the  multi-disciplinary  approach  can  be 
3?'     founa  in  a  variety  of  settings,  Including  hospital  and  conmunity  child- 
-C     protection  teams. 

-I 

^2.  To  develop  appropriate  intervention  strategies,  more  emphasis 

-^3     should  be  placed  on  separate  epidemiological  assessments  of  various 

forxs  of  child  abuse.    Child  abuse  and  neglect  cases  should  not  be 

addressed  as  if  they  were  a  homogeneous  group. 

Reducing  the  'incidence  and  lessening  the  impact  of  child  abuse  and 
■'i     neglect  will  require  various  approaches,  depending  not  only  on  the  needs 
^9     of  Lhe  family  but  also  on  available  community  rrsources.    The  scope  of 

30  prevention  should  be  placed  in  the  cpntext  of  primary,  secondary  and 

31  tertiary  prevention. 
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i^-ca  Che  ecislor'  oi  ibuse  and  nesUct  13  complex,  t::or-  :haa  one 
-v^e  .r",ac=:enc  or  Tervice  is  needed  co  help  abaaed  children  and  to 
lupoor-.  ranilies  in  which  abase  occurs.    Physicians  are  m  a  ipecial 
position  CO  play  a  key  role  because  z'.wv  have  :he  cechniqaes  ana 
knowledge  needed  zo  determine  the  nature  and  extent  of  physical  abase, 
and  becaaae  chey  are  obliged  by  Uw  to  report  »";P"ted  cases  oc 
4base.     Finally,  =c:ae  forms  of  abuse  and  vulnerability  to  abuse  can  be 
cetecte.  znly  I'j  pnysician.,  such  13  hiiien  injuries  detectable  cnlv 
chrougij  i-rays. 

Sow  involved  the  physician  bocoaes  in  case  management  will  depend 
larselv  on  his  or  her  personal  attitudes,  level  of  interest,  previous 
training,  time  constraints  and  the  availability  of  local  specialists. 
Seme  phyiicians  may  choose  to  refer  all  cases  to  a  local  pediatrician  or 
team.    Others  may  prefer  to  manaje  the  case  with  the  use  o£ 
consultants.    Finally,  some  physician,  may  opt  for  extensive  involvement 
throujn  affiliations  with  child-protection  teams  and  other  comcunit/ 
agencies. 

a-iaary  care  physicians,  emergency  medicine  specialists,  surgeons, 
psvchiatrists  and  other  specialists  who  treat  children  should  acquire 
^ivledge  and  skills  in  the  physical  assessment  of  child  aouse  and 
-eglecti.the  assessment  of  child  development  and  parenting  skills,  the 
u-ili-ation  of  coonunicy  resources;  aud  the  physician  s  legal 
responsibilities.    In  the  primary  care  setting,  the  Pi^y'^^J^  *\ 
excellent  opporDonity  to  identify  families  with  special 
ea-U  itase  and  to  refer  theo  to  appropriate  proressionals .  Physicians 
should  oe  able  to  determine  »he  nature  and  level  oc  family  runctioning 
as  it  relates  to  child  protection.    They  should  understand  and  be 
sensitive  to  how  the  quality  of  marital  relationships,  ^^'•"^Pj;^;"^ 
styles,  economic  stresses,  emotional  problems  and  substance  abuse  relate 
CO  child  abuse. 

-^.e  Hrst  see?  for  the  physician  in  becoming  involved  in  suspected 
chiu'maltreacment  cases  is  to  acknowledge  that  the  problem  exists.  Ir 
a  -nild  manifests  seme  of  the  classic  features  of  abuse  or  neglect,  the 
recoanition  process  is  easier.    However,  many  times  the  physical 
evidence  is  not  obvious,  and  a  careful  interview  with  the  child  ana 
parents  may  reveal  inconsistencies  herjeen  historical  and  objective 
data. 

child  abuse  is  suspected,  the  physician  should  consider 
discussing  with  the  parents  the  fact  that  child  maltreatment  is  in  the 
aiiterential  diagnosis  of  their  child's  problem.    During  such  a  session, 
'he  physician  should  maintain  objectivity  and  avoid  accusatory  or 
judgmental  statements  in  interactions  with  the  parents. 

It  is  the  physician's  responsibility  to  protect  the  child  from 
tur-he-  harm.    Tnis  may  require  promptly  contacting  the  appropriate 
agency  that  hanales  child  protection  matters  and,  in  some  cases, 
adait^inK  the  child  to  ^  hospital.     If  the  child  is  hospitalized,  a 
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1  protnpL  ivaluacion  of  the  child's  physical,  eaocicnal  and  developmenral 

J  prot^lfia!*  is  necestsary.     If  Che  physician  who  initially  recognized  the 

3  child  aDuse  problco  is  not  able  to  conduct  the  evaluation,  he  or  she 
shcruli  seek  consultations.     It  aay  be  necessary  to  consult  with 
surgeons  ,  ophthalaologists  ,  or  tho  pedis  ts  ,  psychiatrists,  ^nd 

'3  radiologi;its  in  order  to  evaluate  and  docucent  physical  and 

*  psychological  nanif estations  of  the  aalcreataent.     During  the  evaluation 

3  process,   it  is  essential  that  the  physician  record  the  findings  in  the 

f  aedical  chart,  iince  the  aedical  record  aay  provide  pivotal  evidence  in 

IJ  juVttr.ile  or  laaily  courz. 

II 

1^  One  of  the  aost  useful  and  beneficial  roles  a  physician  can 

13  asauae  is  to  be  instruiaental  in  preventing  abuse  and  neglect.     He  or  she 
can  provide  prenatal  and  postnatal  family  counseling,  identify  problems 

15  in  child  rearing  and  parenting,  and  advise  about  family  planning  and 

16  birth  control. 

r; 

15  Physicians  can  also  serve  as  the  primary  educators  in  the  field-of 

19  child  abuse  ana  neglect,  since  research  has  repeatedly  shown  that 

20  aaltreated  children  have  many  more  physical,  emotional  and  developmental 

21  problems  than  non-abused  children  and,  th-irefore,  require  more  extensive 

22  aedical  evaluation  and  treatment.     ?hysifL.^ns  can  participate  in 

23  eaucating  aedical  students,  residents,  other  health  and  non-herlth 

2  *  professionals  and  laymen  about  tl-.-i  cnuses  and  means,  of  preventing  child 
21  abuse. 

26 

Meabers  of  the  medical  profecaion  can  contribute  significantly  at 

23  all  levels  of  prevention  through  involvement  in  parenting  education  and 

29  perinatal  care  prcgraoa.     Twenty-four  hour  hotlines,  crisis  care 

30  centers,  and  heme  visitor  prograos  can  be  additional  efforts.,  the 

3 1  phy sic ian  can  promote  at  the  cotmunity  leve 1 . 

32   . 

33  However,   since  child  abuse  is  a  multi-disciplinary  probl-emT"'^ 

34  physicians  should  be  aware  that  their  role  in  reporting  an'd  managing  a 
33  case  of  child  abuse  is  limited.    Attorneyst  judges,  Social  workers  and 

36  an  array  of  other  workers  in  the  child  protection  field  assume  other 

37  roles,  and  the  physician  should  be  aware  of  their  individual  areas  of 
33  expertise  and  responsibility. 

3  ? 

■iO  Survev  of  State  Medical  Societies 
^l 

^2  In  recent  months,   the  AMA  surveyed  state  aedical  societies  to 

•^3  determine  the  ways  in  which  child  abuse  issues  are  currently  being,  or 

''*<i  should  be,  addressed  at  both  the  national  and  state  aedical  society 

45  levels. 

46 

The  aajority  of  medical  societies  surveyed  indicated  that  their 

43  child  abuse  programs  should  focus  on  legislative  issues,  professional 

49  education  and  public  information. 
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Of  ..'.c  17  :>  ijjctidticca ,  2'^  secical  ^ocieri^s  ir.diiac<id  they  vere 
current Iv  er.^age'i  in  le^is.aci-     activities,   U  m  physician  ^cucation 
progia^is  and  -  in  public  inforuation  activities.    P.esarding  the  .\MA's 
role,   "7  aedical  socie.ies  recc:=aenced  distribu->ion  of  printed 
aducicior.al  materials  on  a  regular  ba  is;  .9  suggested  sponsorship  jf 
:.utiot:a;  jr  re^i-onal  coaf erences ;  16  called  for  the  development  or 
audio-visu-1  niaterials;  and  9  supported  the  concept  of  a  consultation 
service  or  24-hour  hotli.ie. 


!0  A  nuaber  of  aedical  societies   .rged  the  AMA  to  support  efforts  lo 

I  identify  cniiaren  and  rani'  es  at  high  riaii.  of  child  abuse,  and  to 

12  initiate  appropriate  parent  education  and  family  couoaelirlg  programs 

13  .Qvolviag  pr-aiary  care  physicians.     Seve^-vl  medical  societies 

-  recommended  that  the  AMA  coordit.e  with  specialty  societies  and  other 

15  groups  already  involved  i     -ihild  abuse  activities. 
1^ 

17  One  med.cal  society  pointed  out  that  the  prt. ventioa,  detection  and 

IS  creacr-nt  of  child  abuse  and  nf  are  extremely  complex  issues;  to 

I?  undjrstcnd  these  issues,  physiciatia  should  be  aware  of  cultural  mores, 

:::  economic  trends,  legal  structures,  as  well  as  philosophical  and  ethical 

21  issues  related  to  quality  oi  life  and  rights  oi  children. 

2:  A  ^  jncem  expressed  by  another  medical  society  was  chat  all 

physicians  should  be  educated  to  zt:    ignize  iigna  and  symptoms  of  child. 

25  abuae,  neglect  or  failure  to  thrive. 


AMA  Initiatives 


23 

29  To  enhance  physician  involvement  in  the  area  of^i^iild  abuse 

30  prever*cion  and  treatment,  the  Council  on  Scientific  Aiflirs  recommends 

31  that  the  A^JV  underrake  a  program  involving  the  following  activities  over 

32  the  next  three  years: 

3^  1.      Work  with  state  medical  societies  tc  facilitate  existing; 

33  '  programs  that  focus  on  -srevention  and  treatment  of  child  abuse 
36  and  neglect,  particularly  those  capable  of  stimulating  greater 
3;  physician  involvement  and  illus tracing  the  value  of  multl- 

33  disciplinary  teamwork.    State  medical  societies  should  be 

39  encouraged  to  establish  ccnmittees  on  child  abuse.    To  suppoi^ 

;0  this  effort,  the  AMA  would  provide  appropriate  consultation 
ser^/ices  and  resource  materials. 

ui  2.      Strengthen  linkages  and  urge  state  and  county  medical  societies 

UU  zo  establish  liaison  with  specialty  societies,  the  educational 

i3  community,  the  legal  and  dental  profe^^sions  and  other  involved 

i6  civic,  community  and  professional  groups. 

?g  3.     Vtilizt;  printed  aiid  audio-visual  "Materials  such  as  those  available  fror 

•  the  American  Academy  of  Pediatvics  to  ir.torm  physicians  of  the  nature  and 
e:ctcnt  of  che  problen  and  the  role  they  cin  play  in  identification,  triat- 
T.ent  and  preventicn. 

32  ^.      Delineate  treatment  approaches  at  various  levels  cf  physician 

33  participation,  so  that  specific  guidelines  can  be  prepared  to 
5i  help  physicians  carry  out  :heir  reporting  and  case  management 
35  reipcnsibilities. 
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.VL\         ihii  r-e-^raiicr.  -;jut  i33ler.tir.i:r.'4  various  aspec^^;  cz  the 

.       Zr:>:  3ura^e  the  AMA  Auxiliar;,*  Co  rake  a  leadin?  part  ir. 

iidsemnazlng  inf oi"=-ic ion ,  promoting  parent  education  prograas, 
creacing  cjdlicioni  with  other  volunteer  organizations,  and 
c  :nduc  tir.g  volunteer -based  preventive  programs . 

Sponsor  J  rjrional  conrereace  to  highlight  nodel  prograsis  of 
prriventi,:)r.  jnd  treatsent^  especially  those  in  which  state 
medical  scciritles  pLay  an  important  part,  and  to  help  the  • 
profession  keep  abreast  ot  new  developments  In  the  field. 

■? .      Ensure  that  national  visibilir>*  of  the  AMA's  involveaent  in 
child  abuse  is  achi»^ved  through  appropriate  efforts  in 
.U1A  publica'ions  and  through  the  AMA  Public  Relations'  dis- 
tribution nechanijTi. 

7'.      Recognize,  through  awards,  outstanding  child  abuse  programs  and 
other  achievements  in  detection,  prevention,  treatEent  and 
public  and  professional  education  regarding  child  abuse 
probless,  for  the  purpose  of  encouraging  continuing  support  for 
duch  progra:2S. 

r-.e  Oci^ncil  cn  Scientific  Affairs,  through  its  Panel  on  Child  Abuse, 
prttpar'jii  -3  idvlse  and  assist  in  lapleaentlng  these  recccsaendations . 

7r.e  Council  on  Scientific  Affairs  reccnmends  the  adoption  of  this 
port,  ir.  lieu  of  Substitute  Resolution  75  (A-31). 


(Mess^ira  of  the  Panel  on  Child  Abuse  are:     Douglas  A.  Sargent,  M.D., 
J.D,,  Chairaan»  Groaae  Pointe  Paras,  MI;    Marvin  Blumberg,  M.D. ,  New 
Vory.;     Daniel  D.  Sroughton,  M.D.,  Rochester,  MN;     Calvin  C.  Clarlc,  M.D. , 
Vaucouver,  WA;     Eugene  Eldredge ,  M.D . ,  Salinas ,  OA;     Richard  Krugaant 
M.D.,  Denver,  CO;     and  Eli  Newberger,  M.D.,  Boston,  MA.     The  Council  is 
also  indebted  to  W.  Dean  3elnap»  M.D.,  Kaysville,  UT;     Anne  Cohn, 
D.P.H.t  Chicago,  XL;     James  V.  Lauer,  M.D.,  Denver,  CO;     Nancy  Roeske, 
M.D.,  Indianapolis,   IN;     Rogers  J.  Smith,  M.D. ,  Portland,  OR;  Janice 
Hutchioson,  M.D.,  AMA  Health  Education  Program;  and    Hazel  Lewis,  AMA 
•Auxiliary.) 

FISCAL  NOTE:     Total  cost  estiaates  over  the'  next  three  years  will  depend 
on  the  extent  of  aedical  society  involvement  and  the  response  from  the 
•entire  aedical  cotmnunity.     in  the  Fiscal  1983  budget,  approximately 
$108,000  has  been  incorporated  for  child  abuse  prevention  activities. 


BEST  copy  AVAILABLE 
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KI-rORT  Or  THE  JUDICIAL  COUNCIL 


Reporc:  A 
Cl-32) 


i'jb'ticr:  Judicial  Council  Opinion  on  Abuse  of  Children^ 

Elderly  ?ersons,  and  Others  ac  Risk 

Presenced  by:     John  H.  Burkharc,  M.D.,  Chalraan 

?.er^rrcd  zz:      Reference  Comictee  on  Aaer.daer.ts  to  Constlcucian 
and  Bylaws 

(Macchew  Marshall,  M.D..  Chairman) 


Report  J  of  the  Council  on  Sclenclfic  Affairs  (1-82) 
prdsencs  recomaendaclons  for  A>iA  Involveaer.c  in  che  prevention  and 
treatzient  of  child  abuse  aod  neglect.    All  states  have  child  abuse 
reporting  statutes,  although  these  statutes  vary.    The  Judicial 
Cjuncll  is  concerned  about  the  specific  problen  of  child  abuse  as 
yell  as  abuseof  other  persons,  such  ad  the  elderly.    The  Judicial 


7      Council  presents  to  the  House,  for  its  Information,  the  Judicial 

uo'tncil's  opinion  on  che  ethical  responsibilities  of  physicians 
9      regarding  abuse  of  children,  elderly  persons,  and  others  at  risk. 

i:  ABUSE  OF  CHILDREN,  ELDERLY  PERSONS,  AND  OTHERS 

iZ  AT  RISK.     Laws  that  require  the  reporting  of  cases  of 

13  suspected  abuse  of  children  and  elderly  persons  often 

i;  craate  a  difficult  diienma  for  the  physician.    The  parties 

15  involved,  both  the  suspected  offenders  and  the  victlns,  will 

16  often  plead  vith  the  physician  that  the  matter  be  kept 

17  confidential  and  not  be  disclosed  or  reported  for  invest  1- 
13  gat  ion  by  public  authorities. 

19 

20  CTlldren  vho  have  been  seriously  Injured,  apparently 

21  by  their  parents,  may  nevertheless  try  to  protect  their 

22  parents  by  saying  that  the  injuries  were  caused  by  an 

23  accident »  such  as  a  fall.    The  reason  may  stem  from  the  natural 

24  parent-child  relationship  or  fear  of  further  punishment.  Even 
Z'i  institutioML^»«tf%lderly  patients  who  have  been  physically 

26  aalcreaced  fi^fbe  concerned  that  disclosure  of  what  has  occurred 

27  might  leadfco  Curthoc  and  more  drastic  maltreatment  by  those 

28  responslbliL  j^v^ 

29  W^*-«fi»^ 

30  The  physician  who  fails  to  comply  with  the  laws  requiring 

31  reporting  of  suspected  cases  of  abuse  of  children  and  elderly 

32  persons  and  others  at  risk  can  expect  that  the  victims  could 

33  receive  more  severe  abuse  that  may  result  in  permanent  bodUy  or 
3i  brain  injury  or  even  death. 


r 
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?'jL1ic  -^rr'icldls  cjcic'emtic  vich  the  welfare  of  children 
2zS  •elJ.erl*/  persons  have  expressed  the  opinion  that  che 
inciience  oi  physlcial  vlolcace  zo  chese  persons  is  rapidly 
incr-iasing  and  -hat  a  very  substantial  percentage  of  such 
cases  is  unreported  by  hospital  personnel  and  physicians. 
An  important  elesiest  that  Is  soaetlaes  overlooked  is  that 
3  child  or  elderly  person    brought  to  a  physician  with  a 
:>usplciou5  injury  Is  the  patient  vhose  interests  require  the 
procectian  ."if  law  in  the  particular  situation,  even  though 
the  physician  may  also  provide  ser'/lces  fron  tiae  to  tiae  to 
parents  or  other  xeabers  of  the  fanily. 

The  obligation  to  comply  with  statutory  requirements  Is 
clearly  stated  in  the  Principles  of  Medical  Ethics.  As 
stated  at  1.02,  the  ethical  obligation  of  the  physician  nay 
exceed  the  stautory  legal  requirement. 


/ 
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_  National  CouNC 

PUBUCWfelfAREADl 


Of  THE  AMERICAN  PUBUC  WELf ARE  ASSOCIATION 


1 125  FIFTEENTH  STREET.  N.W.  WASHINGTON.  D.C.  20005 


Suite  300 
Telephone:  (202)  293-7550 


April  28,  1983 


Senator  Jeremiah  Denton,  Chair 
Subcommittee  on  Family  and  Hunan 
Services 

Committ^^e  on  Labor  &  Human  Resources 
A-624  I  &  N  Building 
119  0  Street.  N.E. 
Washington,  D.C.  20510 

Dear  Mr.  Chairman: 

On  behalf  of  the  National  Council  of  State  Public  Wt^Hare  Administrators 
of  the  American  Public  Welfare  Association,  I  want  to  congratulate  you 
for  your  national  leadership  on  behalf  of  sbused,  neglected  and  special 
needs  children.    Your  proposal  to  extend  the  Child  Abuse  Prevention  and 
Treatment  and  Adoption  Reform  Act  (S.  1003,  co-sponsored  by  Senator 
Orrin  Hatch),  and  your  decision  to  hold  three-.days  of  hearings  on  this 
important  legislation,  reflect  the  kind  of  national  direction  needed  if 
we,  at  the  state  and  local  levels,  are  to  meet  the  ever-growing  needs  of 
children  and  families  at  risk. 

The  National  Council  of  State  Public  Welfare  Administrators  is  composed 
of  those  public  officials  in  each  state,  the  District  of  Columbia,  and 
the  territories  charged  with  the  responsibility  for  administering  publicly 
funded  human  services  programs,  including  services  to  abuse,  neglected 
and  special  needs  children  and  youth.    Since  its  beginnings  at  the  tine 
of  the  Great  Depression,  the  Council  has  been  an  active  force  in  promoting 
the  development  of  sound  and  progressive  national  social  policies  and 
working,  with  the  Congress  and  the  Executive  branch  in  assuring  that  these 
policies  are  responsibly  and  effectively  administered.    We  actively  worked 
to  secure  passage  of  P.L.  96-272,  the  Adoption  Assistance  and  Child  Welfare 
Act  of  1980.    Since  its  enactment,  we  have  continued  to  strive,  individually 
and  collectively,  to  implement  the  child  welfare  and  foster  care  reform  in 
this  law  to  achieve  stability  and  permanency  in  the  lives  of  all  children. 

)  appreciate  the  opportunity  to  submit,  on  behalf  of  the  National  Council 
of  State  Public  Welfare  Administrators,  comments  on  both  the  child  abuse 
and  the  adoption  sections  of  S.  1003.    These  comments  are  respectively 
'  submitted  for  your  consideration  and  for  inclusion  in  the  hearing  record. 
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Title  I  Child  Abuse  prevention  and  Tre a tme n t 


We  strongly  support  the  extension  of  the  authorization  for  the  Nstfonai 
Center  on  Child  Abuse  and  Neglect  (NCCAN).    In  these  times  of  social  and 
economic  stress,  as  many  parts  of  the.  country  are  experiencing  increases' 
in  the  incidence  of  abuse  and  neglect,  NCCAN  serves  as  a  focal  point  for 
child  abuse  prevention  and  treatment  at^tivities  across  the  country. 

We  would,  however,  like  to  register  concern  about  the  expansion' of  the 

definition  of  child  abuse  to  cover  "the  denial  of  nutrition,  medically 

indicated  treatment,  general  care,  .  .  .  to  infants -with  1  i f e-threatening 

congenital  impairments."    Our  concern  stems  'from  the  fact  that  the  proposed 

legislation  would  appear  to  require  child  protective  service  agencies  to 

play  the  lead  role  in  policing  hospitals  and  second-guessing  decisions 

made  by  trained  medical  personnel.    We  agree  there  is  a  need  to  establish 

additional  protections  for  infants  born  with  handicaps.    We  also  agree 

that  in  some  '■situations  child  protective  service  agencies  miqhl  have  a 

role  to  play.    However,  state  agency  administrators  do  not  believe  that 

child  protective  services  agencies  have  the  technical  expertise  to  play. 

the  lead  role  in  either  establishing  standards  fcr  medical  treatment  or 

in  policing    the  delivery  of  medical  treatment  to  infants  with  life-threatening 

congenital  impairments.    We  would  instead  recommend  that  Congress  urge 

the  Department  of  Health  and  Human  Services  to  Tmmediately  begin  a  dialogue 

on  this  problem  with  the  medical  community  and  others  who  have  a  clear 

interest  in  this  area,  including  state  and  local  public  health  and  social 

service  agencies.      If  we  are  to  prevent  further  "Baby  Doe"  cases  from 

occurring,  the  iTiedical  community  must  be  at  tie  core  of  any  prevention 

activities. 

iLtje  II  Adoption  Opportunities 

The  passage  of  P.L.  95-266  established  as  national  Dolicy  that  those  children 
unable  to  remain  in  their  own  homes  should  have  to  the  greatest  oxtent  possible 
the  opportunity  to  be  adoptc-d  into  loving,  secure  families.    The  passage 
of  P.L.  96-272  created  for  the  first  time  a  federal  subsidy  program  to 
assist  individuals  and  families  who  adopt  these  special  needs  children. 
While  progress  has  been  made  as  a  result  of  these  two  laws,  we  all  agree 
that  tfiere  is  much  more  that  can  and  should  be  done  fcr  those  special  needs 
children  who  are  av»aiting  new,  permanent  homes. 

In  your  heading  on  April  14,  you  a:>ked  'witness  to  address  thp  issue  of 
barriers  to  adoption.  Cn  behalf  of  those  state  officials  responsible 
for  implementing  the  Title  IV-E  adoption  assistance  program,  i  would  like 
to  briefly  respond  to  your  question.    The  American  Public  Welfare  Association 
recently  sponsored  a  meeting  of  state  and  local  public  child  welfare 
administrators  to  address  the  topic  of  special  needs  adoptions.  Ouring 
the  course  of  this  meeting  the  administrators  voiced  their  views  on  some 
of  the  difficulties  encountered  in  the  implementation  of  the  Title  IV-E 
adoption  subsidy  program.    Among  the  issues  raised  as  barriers  were: 
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0        Uncertainty  of  continued  federal  support  for  the  Title  IV-E  Adoption 
ATsTstance  WoqFam--fh^^  IV-E  adoption  assistance  program  was 

not~on  the  books  even  six  months,  when  the  Reaqan  administration 
sent  a  proposal  to  Congress  to  repeal  the  program  and  include  it 
in  a  block  grant  to  states.    This  proposal  was  reintroduced  in  a 
'.lightly  different  version  in  FY  82.    Although  Congress  has  consistently 
supported  the  continuation  of  Title  IV-E.  some  states  have  been 
reluctant  to  enter  into  subsidy  arrangements  with  adoptive  parents 
when  it  seems  likely  that  the  federal  contribution  to  the  subsidy 
may  be  withdrawn. 

0        Inadequate  federal  quidance-Oespi te  the  fact  that  states  meeting 
the" requirements  of  P.L.  96-272  could  begin  participating  in  the 
Title  IV-E  adoption  assistance  program  as  of  October  1,  1980,  there 
are  still  to  date  no  federal  regulations  to  guide  us.    Among  the 
unanswered  questions  are:    how  are  state  agencies  expected  to  document 
Title  IV-E  expenditures  (i.e.  develop  audit  trails)  to  meet  future 
federal  audit  requirements?  how  are  states  expected  to  maintain  the 
confidentiality  of  adoption  records,  specifically  mandated  by  many 
state  laws,  under  the  federal  adoption  program?    how  should  the  new 
federal  adoption  subsidy  program  relate  to  existing  state  adpptioa 
subsidy  programs  (over  40  states  had  adoption  subsidy  programs  at 
the  time  P.L.  96-272  was  enacted)?    what  are  the  requirements  governing 
Interstate  adoption  subsidy  agreements,  specifically  with  reference 
to  obtaining  necessary  medical  care?    Many  of  these  are  strictly 
administrative  issue;  that  the  National  Council  of  State  Public  Welfare 
Administrators,  throuyh  the  American  Public  Welfare  Association  is 
working  with  the  Department  of  Health  and  Human  Services  to  resolve. 
The  publication  of  federal  regulations  should  serve  to  clear  up 
these  and  other  issues,  thereby  removing  some  of  the  administrative 
barriers  to  adoption. 

There  are  other  obstacles  which  we  believe  should  be  the  focus  of  activities 
supported  by  the  Title  II  funds  in  your  bill.    In  this  era  of  shrink  ng 
resources,  limited  federal  money  should  focus  on  those  activities  wnich 
can  be  identified  as  most  critical  to  the  adoption  of  special  needs  ch  Idren. 
Among  the  types  of  activities  that  should  be  supported  are:    a  national 
adoption  exchange;    development  of  Innovative  approaches  to  recruitment 
of  adoptive  families;    improved  communication  and  linkages  between  all 
of  the  agencies  involved  in  adopting  and  placing  special  needs  children 
(this  might  include  developing  greater  interjurisdictional  cooperation 
'in  conducting  home  studies);    and  development  of  methods  (training  materials, 
workshops,  incentives)  to  overcome  local  worker  reluctance  to  either  release 
a  child  for  placement  in  another  jurisdiction  or  place  a  child  w  th  a 
subsidy  in  a  home  that  does  not  appear  to  "need"  a  subsidy.    (This  has 
been  identified  as  a  major  barrier,  especially  in  those  states  that  previously 
had  a  state  adoption  subsidy  program  with  a  means  test;    P.L.  95-^/^ 
specifically  prohibits  using  inccme  in  determining  el igibil ity  for  an 
adoption  subsidy). 
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This  list  Is  not  intended  t)  be  exhaustive  but  is  illustrative  of  the  types 
of  activities  we  think  could  best  assist  public  agencies  in  increasing 
the  number  of  special  needs  children  removed  from  the  foster  care  rolls 
and  placed  in  permanent  homes.  j 

Thank  you  for  the  opportunity  to  submit  these  cofrvnents  on  S.  1002.  Once 
again,  we  applaud  you  for  your  leadership  and  stand  ready  to  assist  you 
in  any  way  possible  as  we  move  forward  toward  our  mutual  goal  to  improve 
the  life  of  children  and  families  at  risk. 


Sincerely, 


Merle  E.  Springer 

Executive  Deputy  Commissioner 

Texas  Department  of  Human  Resources 

a:- id 

Chair,  NCSPWA  Social  Services  Committee 


MESidr 
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AAAERKAN  HUMANE 


May   10,  1983 


Senator  Jeremiah  Denton,  Chairman 
Subcommittee  on  Family   and  Human  Services  . 
Committee  on   Labor   and   Human  Resources 
Washington ,   D. C.        20  510 

Dear  Senator  Denton: 

Thank  you   for   the  opportunity  to  prepare  responses  to 
Senator  Oo-icj»D  ciuestion.      I  respectfully  request  that 
vou  nake   f-:.oi:e   statements  available  to  hira.  Furthermore, 
I   dm  <;nclo.;;i.g'  a  monograph.   Understanding  Child  Kfcglcct 
and__Abu^,    for  your  perusal  and  for  Senator  Dodd. 

If   I  may  be  of   further  service  to  you  as   you  proceed 
v;ith   this  critical  work,   please  call  on  me. 

C'orf^ially,  ; 


Director 

Children's  Division 

The  American  Humane  Association 

WH  :  jd 

End  . 

cc :     Diane  DePanfilia 
Washington  Office 
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I.evul   of  Authoi  1 /.tt_mn 


At  the  current  funding  level  of  $16.2  million,  NCCAN  is 
restrained  from  exercising  its  full  responsibility  in  providing 
leadership  in  the  prevention  and  treatnient  of  child  abuse  and 
MoglecL.     Although  financial  resources  by  themselves  will  not 
bolve  the  con.plex  probJe.-ns  associated  with  child  maltreatment,  I 
increasing  the  funding  to  no  less  than  the  FY  1981  authorization' 
level  of  $30  million  is  essential  to  more  realistically  address  a 
problem  of  this  magnitude. 

To  highlight  several  points  from  my  written  testimony, 
IS  are  seein.j  tremendous  increases  both  in  numbers  and  severity 
o:  chila  aouse  und  neglect  referrals  nationwide.     At  the  same 
t.ime,   federal   financial  support  has  declined.     m  1982,  federal 
Child  abuse  money  was  reduced  from  $22.9  million  to  $16.2  million 
Funds  for  Title  XX  were  cut  by  23  percent.     The  combination  of 
these  event!,  hai;  had  major  implications' for  children  and  families 
^^^^  well  a:>  rcuucmg  the  numbers  of  program  innovations  which 
would  .serv..-  u,  improve  the  overall  quality        child  protective 


rvice: 


Aru>Uier  factor  needs  to  be  considered.     Over  the  years,  the 
.va.uouv  u:   i,t..ites  and  territories  elibible  for  funds  under  tlio 
.it.ate  ar.nt  proqram  'jf  tne  Act  has  increased  resulting  in  fewer 
t|:'^-:=:   ~.   ;...rs  uvuilable  for  each  state  to  creatively  strengthen 
Liitj^i    ..h:!  ;  protection  programs. 

A-  a  :uiMunaI  . -rgunizafcion  concerned  with  the  protection 
:  ,i  ovoi  .,ne  hundred  years,   The  /^Tierican  Humane 
n^i^ocxM  .o::  sr.ropgly  urges  that  an  funding   level  be  authorized 
'^hicli  1-       J*,  coniion.int  with  the  need. 
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t'cevcntioii 

* 

In  Its  recent  publication.  Child  Protection!  Guidelines  for 
Policy  jnd  Program,  tlie  National  Ctnter  on  Child  Abuse  and  Neglect 
hda  t:niphasi2ed  -..e  following: 

In  order  to  reduce  the  incidence  of  child  maltreatment,  efforts  " 
must  be  uder^aken  on  three  levels:      (1)  primary  prevention  to 
strengthen  ail  families;    (2)   secondary  prevention,  or  early 
intervertion,  through  provision  of  support  and  treatment 
iiorvices  m  at-risk  situations;  and   (3)   tertiary  prevention 
through  intervention  in  situations  where  child  abuse  and 
neglect  are  known  to  have  occured.     These  efforts  require 
a  commitment  on  the  part  of  a  variety  of  professional 
groups  and  organizations,   together  with  public  and  private 
institucions  or  "service  sytems"  which  assist  families  or 
intervene  in  family  life. 

Krotu  an  historical  perspective,  most  of  the  efforts  have  been 
uri  elevating  the  awareness  of  child  abuse  and  neglect  through  the 
encouragement  of   identification  and  reporting  of  "actual"  cases  . 
It  haa  bt.'ufi  eiitiinated  that  slightly  raore  than  20%  of  federal  child 
abufio  research  and  demonstration  funds  have  been  directed  toward 
primary  and  secondary  prevention  .     Findings  of  serveral  surveys  . 
of  the  litates  indicate  that  cuts  in  overall  ""funding  to  social 
services  programs  has  resulted  in  the  need  for  state  and  locdl 
goveniments  to  prioritize  programs.     In  many  cases,   child  aDuce 
preventive  services  have  experienced  the  greatest  impact. 

Given  what  we  know  about  the  long  term  effects  of  failing 
to  effectively  prevent  child  maltreatment,   this  "after  the  fact" 
approach  niay  bo  short  sighted.  More  efforts  need  to  be  made  in 
ail  three  types  or  prevention.     The  overall  "cost"  to  society  of 
waiting  is  too  great. 


•National  Center  on  Child  Abuse  and  Neglect.     Child  Protection: 
Guiauline^   for  l^olicy  and  Program.     Washington,   D.   C:     U.  S. 
lyerai  tmont  of  Health  and  iluman  Services,  June  1982,  p.  6. 
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Mental   rnjary  IttcUidcJ  in  the  Act 

As  outlined  in  my  written  testimony,  The  American  Humane 
Association  strongly  supports  the  inclusion  of  mental   injury  in 
tne  definxtion  section  of  the  federal  law.     Much  of  the  debate 
an  this  issue  stems  from  a   lack  of  understanding  and  confusion 
over  definitions.     The  National  Center  on  Child  Abuse  and 
Neglect  suggests  that  states  define  mental  injury  as  follows: 
"Mental  injury  is  an  injury  to  the  intellectual  6r  psychological 
capacity  of  a  child  as  evidenced  by  an  observable  and  substantial 
inijiairment  in  his  ability  to  function  within  a  normal  range  of 
t'c-r  forma  nee  and  behavior,  with  due  regard  to  his  culture."  ^ 

In  the  context,  of  the  Act,   "child  abuse  and  neglect  means 
the  physical  or  mental  injury,    ...or  maltreatment  of  a  child.   .  . 
oy  a  person  who  is  responsible  for  the  child's  welfare.  .    ."  ^ 
The  federal  regulations  further  clarify  that  harm  or  threatened 
harm  can  result  from  the  "acts"  and  "omissions"  on  the  part  of 
a  person  responsible  for  the  child's  welfare,  ^ 

(Jiven  tliese  parameters,  we  are  not  talking  about  taking 
away  a  parent's  right  to  appropriately  set  limits  for  a  child 
or  about  intervening  j.n  instances  if  a  parent  occasionally  raises 
his/her  voice  in  the  process  of  administering  discipline.  We 
are  talking  about  an  equal  standard  of  intervention  for  suspected 
cases  whether  bhe  effect  to  the  child  is  physictil  oi  emotional. 

In  many  cases,  the  long  term  effects  of  emotional  abuse  may 
be  more  devastating  to  the  child  than  other  forms  of  child  mil- 
treatment. 

Tor  these  reasons,   there  needs  to  be  a  mandated  system  for 
intervention  in  all  types  of  child  maltreatment. 

  ■  ^ 

^National  Center  on  Child  Abuse  and  Neglect.   Child  Protection; 

Guildelines  for  Policy  and  Program.  Washington,  D,  C. :  U.  j. 
Department  of  Health  and  Human  Services,  June  1982,  p.  13. 

^Child  Abuse  Prevention  and  Treatment  and  Adoption  Reform  Act, 
Public  Law  y3-247  as  amended, 

^Federal  Register.  Child  Abuse  and  Neglect  Prevention  and  Treatment 
Program;  Final  Rule. (Part  1340  of  45  CFR) .  48(18),  January  25, 
jybJ,   p.    3702.  " 
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Vincent  De  Francis  defines  emotional  neolect  aii  follows: 

"CluUlron  jrc  onotionally  neglected  when  their  mental  health  is 

,,ttecLo('  hy  failure  to  provide  for  a  child  the  nur-.uring  qualities 

wh;cli  are        neces£>ary  for  the  development  of  a  sound  personality.""^ 

The  critical  ciuestion  in  asses:si.ncj  emotional  maltreatment  relies  on  the 

^.orva-.:ve  ^luality  of  the  parent-child  relationship.     In  ,:enernl,  is 

the  relationship  characterized'  by  fear,   distance  a.id  anger;  or  is  it 

love,  nurturance  and  "oncern?^     Max  Wald  has  described  emotional  neglect: 

Many  of  the  parents  of  emotionally  neglected  children  are 

caught  up  in  a  vicious  circle  of  neglect  and  deprivation 

which  seems  to  perpetuate  itself  from  generation  to 

generation.     These  parents  raise  families  in  settings  very 

similar  to  the  ones  in  which  they  themselves  were  raised, 

and  they  tend  to  produce  in  their  children  the  same 

physical  and  emotional  problems  which  they  have.  Many 

of  these  parents  have  been  so  hurt,   so  deprived,  so 

rejected   in  their  own  childhood  that  their  personality 

f'evelopment  has  been  stunted.     They  are  suspicious  o». 

people  in  general  and  fearful  of  being  hurt  and  rejected 

a.jjin      Thoy  often  act  impulsively  and  have  little  sense 

of  rosi  -.nsibility  and  tend  to  lie.     They  project  or 

distort  Ml  order  to  avoid  responsibility  for  their 

failures.     Some  are  passive,  others  adopt  a  bo-ustering,  f 

aggressive,  hostile  manner,  but  underneath  tho-y  often 

feel  worthless  and  accept  the  low  opinio.i  which  the 

community  has  of  the::,  as  inadequate  Pjp^nts,  poor 

providers  and  useless  citizens.     SomeK^re  so  deprossed 

and  overwhelmed  by  their  problems  of  long  standing  that 

they  artj  immobilized,  seeing  little  hope  of  things  getting 

better . 

This  d^^scriptfon  characterized  what  might  be  considered  the 
"classic"  type  of  emotional  maltreatment.     The  effects  of  living 
in  t-his  type  of  environment  with  a  lack  of  a  positive,   developing  re- 
lationship with  a  parent  can  be  devastating  and  have  a  multitude  of 
specific  impacts  to  th-  child.     According  to  Ackerman,  a  child  attempting 
to  cope:  with  a  depriving  and  threatening  environment  many  react  in  one 
of  st  veral  v;ays: 
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1.  Tla-  «:lul<i  can  .iLtack  tho  family  and  attempt  thereby 
to  roorco  yrati 1 icat ion  of  basic  needs.     In  this  category 
tiall  the  aggressive  conduct  disorders  and  the  ijsychotic 
forms  of  bell  .vior.' 

2.  TKj  child  can  narrower  withdraw  from  contact  with  his 
family.     In  this . category  fall  recessive  personality  develop- 
iiuMtts  and  trends  toward 'exce'^si ve  preoccupation  with  self 
.ind  body. 

J.     finally,  tlie  cliild  may  re<*jct  to  conflict  with  his  family 
with  excessive  anxiety,   internalization  of  conflict  and 
with  production        one  and  annther  structural  form  of 
psychopatho  lo«::y  . 


t-:mutional   In iury- Example  ,  continued  . 


^X'l'rancis,  Vincent.  "Protecting  tlie  Abused  Child  -  A  Coordinated 
Approach" ,  A  National  Symposium  on  Child  Abuse.  Denver :  The 
Ame r ican  Humane  Association,  1972. 

•'Holtl.T,  Wcjynf?  M.   and  Schene,  Patricia.     Understanding  Child  Meglect 
and  AbuMc.     Denver:     The  American  Humane  Association,  1981. 

^Wald,  Max.     Protective  Services  and  Emotional  Neglect.     Denver:  The 
Amoric.in  Humane  /' :sociation ,  n.d. 

11)  i  il .  ,   pages  G  and  7  . 
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GENTRY.  INMAN  &  ASSOCIATES 
CONSULTS;,  rs 

170  FULTON  STREET 
NORTH  BABYLON.  HEW  YOPK  1    /  j 


AUOCTtON  ftCnVlCES 

rtOAHD  TRAINIr^Q 

r  HILD  ADUSC  A  NEGl.eCT 

COMMUNITY  OROAr^lZATION 

rjorjFUICT  MKDIATiON 

CURRICULUM  OEVCLOPMtNT 

KaMILY  THtRAPY 

fARLr^TINO  TNAININO 

PROOHAM  DCVtLOPMtNT 

SCLP  HKUr  A  MUTUAL  AlU  OROUPS 

bfAFr  DCVCLOPMENT  a  TI.AININa 


TELhfi.ONE 
tOIO»  0*17916 


April  5,  1983 


Mr.  David  Yonron 
S.H.  347 

Senator  Dt'nton's  Office 
Washington,  D.C.  20511 

Re:     Senate  Sub-Committe 

Hearings  on  Families  and 
Children. 

Dear  Mr.  Yensen; 

As  per  your  reqjjst,  1  am  submitting  teatimor-.y  to  be  submitted 
at  the  Senate  Sub-Committee  Hearings  on  Child  Abuse  and  Neglect 
Prev.jntic:  . 

i  havo  spent  over  20  years  as  a  child  welfare  practitioner.  During 
this  perioJ  I  have  f inctioned  in  various  capacities  including,  case- 
worker, reasearcher,  social  work      pervisor,  board  member  of  various 
grass  rootL  organizations  concerr.ea  with  ctu^dren,  private  consultant, 
clinical  ins*-ructor  and  adjunct  professor  at  various  graduate  schools 
of  ijocial  work  In  the  New  York  City  a..'  ..     I  have  conceived,  designed 
and  operationalized  programs  Lo  keep  children  in  their  h^'-'ips  while 
treatment  is  provided  to  the  entice  famll  '.     I  have  developed  a  iivic- 
cossful  grc'ip  treatment  program  for  parents  ^nd  children.    This  :*ro- 
'UJjm  has  a  strong  community  outreach  component-  and  is  presently  op- 
orating  in  New  York  City.     I  have  traveled  Ll.coughout  the  Unitoi  atates 
helping  many  localities  develop  their  own  adoptj.on  and  child  irtaltreat- 
ment  programs.    Frankly,  I  am    ppallej  at  the  present  state  of  the  art. 

The  machinei  ;  for  reporting,  aocumenting  and  referring  «>>-»ses  of  Child 
Maltreatment  is  an  effec*:ive  operati  .i  in  moL  l  stater.    While  Federal, 
State  and  local  chiH  welfare  agencies  i'lvestigate,  document  anu  refer 
cases  of  child  ma  treatment,  American  Children  continue  their  plight 
as  victims  of  murder,  rape,  starve  ion,  burnings  ind  all  other  heinous 
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•  Lnt<  i;.     At   thi:;  v.t'/  rK.j|i">rjt,  :;uifH'w[»OM.'  in  the  Onitod  Static  children 
at<-  b.  Jti  j  killed  by  pc^t.-ntr,  and  adult  caretakors.     As  you  read  thii: 

:t. irTKJtiy  n-jltitudes  of  children  are  boinij  inappropriately  separated 
it\:n  th(;if  iumiliec  b»cau:»i?  liuccessful  community  family  orientated 
[>ii>ti  <.'  nor  availjble  to  their  crisis  ridden  families.    They  are 

jrnM.'  r.f.)   li.T.  lu  lj)  b.-caui^o  it  ih  not  accecciblo  to  them.     Millions  of 
oi:    .M.-iUon  ar<.'  ii'  [Jt  ivf-.-d  uV  Lho  nececuary  qrowth  producir.^  childhocxJi; 
tfuit    jr»'  ::o  impuit.jfit.   if  children  are  to  develop  into  the  rei;pon;i iblo 
liiilt:.  that  'iir  .-.mnrry  ;:o  tlnr.p.uahfly  nefdr..     The  dontiny  of  the 
iJnit-'J  iitute::   i:;  directly  tied  to  the  pli'jht  of  its  children.  Moii't 

i  t     un  chilli  w«-Uari'  matttjrs  agree  that  the  plight  of  our  child- 
t"n  !:■  J  national  diutjrcicc.     Valid  studies  have  shown  that  many  of  V 
i>jt   v-.";ih  who  join  the  rankn  of  criminals  wore  abused,  neglected  and 
;u J 1;  I       t  d  ar^  children.     !Jo  doubt,  irony  of  theco  wayward  youth  would 
1".  i-t:;p<:.ni; i tflo  tax  paying  citizenLi  if  only  accessible  comprehensive 
L-'j;i.'nun i*-^^)ajod  prtviraiTi;.  had  to-ached  their  lives  and  the  live:;  of 
t  h-: :  t   c.jti'takcr:; . 

''mil  ptitr.iiy,  ..t'cundai  y"Nnd  t»7rtiary  child  maltreatment  programs  are 

•  •vi.<lvc<I  ttom  t  ho;:i.'  comniuni  ty  bar.ed  institutions  that  work  directly 
witii  ct,  i.  l.hen  ami  families,  child  maltreatment  will  continue  to  rise, 
Th'-..'.'  ;  r(,(:iax:i  mailt        inefficiently  comprehensive  and  varied  in  scope. 
i'ri><|j\jrui.,.it  ii.ally  t:hey  muf'.t  be  designed  with  equal  impact  from  local 

i  <)i:,;nun  i  I     i n.;t i  tut  lons .     These  institutions  include  churchoii,  syna- 

•  j'Hjii'':.,  [nc^-.giM';.. ,  day  care  centers,  head  start  programs,  P.T.A.'s, 
«.-j,T,niiin:  t  V  tt'.wdL-. ,  civic  associations,  fraternal  orders,  seconcJary 

.  :.n<l  all  other  :;ocial,  educational,  and  cultural  organizations 
tti.it   ..i<-  i..K-al  anil  coirjiiunity  involved,     A  system  of  monitoring  these 
pi  "t:  iri.;  roiild  b'.'  Uicatcd  under  the/auspices  of  the  National  Center 
)  jt  t'hi'li)  AliLJi;»-  anrJ  Neglect  with  appropriate  Federal  and  State  over- 

I'lric-  th'-  i;nit.«-d  otat<«::  i::  a  patchwork  of  vast  and  varying  ethnic, 
tacial  iipfi  tvjit'jral  communities,  and  since  child  abuse  and  neglect  is 
a  national  phonexicnon  that  involves  all  communities;  programs  must  be 
act. j.i  1  i ;:fd  that  are  aufficently  heterogeneous  to  respond  to  the  nation's 
tar;i:tl,  cultural  and  cla:JS  salad  bowl.     To  the  extent  that  folkways  and 
noi--:  vary  from  community  i.o  community.  Child  Maltreatment  Prevention 
i'icK}r.iin.   r.riould  also  vary.     In  other  words  programs  should  be  structured 
m  ivjch  wi  way  that  they  match  the  patterns  of  behaviors  that  make  up 
1       -ttucture  of  each  community  they  are  expected  to  serve.     In  addition 
to  t)'jtt..j  culturally  orientated,  programs  must  be  destigmatizing  and  sen- 
:ii  ti;- irvj.     Families  should  be  made  to  realize  that  parenting  children 
Mq\]ir«>r,  appropriate  akills  in  interpersonal  communications.     If  they 
lack  thf:;e  skills  they  must  not  be  made  to  feel  like  criminals.  Inad- 
<■qu.it-   parents  can  be  trained  appropriate  parenting  skills  in  non-stig- 
mjti/inci  community  learning  clusters,  ■ 

It  naJ  bt.'L'n  my  experience  that  these  parenting  classes  are  more  effec- 
tive' if  trainers  are  themselves  pargnts.    Parent  Leadership  Institutes 
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fi.itKi  jl"  I'J  Ij/  Nt'w  Vi'tK  City's  I'.pfcijl  Ij^'ivicc:;  lor  ChiliJicn  h.i;;  tioiru-ii 
mn*-  thjn  200  parontr..     Many  ol   ihoJc  paiiTilr.,  after  toali/iruj  i;orii«' 
im.i.ji-.t  into  ihL'it  own  lack  of  parontimj  skins,  hav*;  ei:tahl  i;ih<'»l  pr-c-i 
c.j.jti.,'- U  it.  }  ■-jioups  in  t.ht'ir  own  churcho;;  and  day  care  contt  iM.     I'l  <-r.t>t\t - 
Iv  fliai         ,  (Kiy  catT'  ccntcri:  and  school:;  in  tho  Ououns  ar'oa  aro  ictnu'St- 
irn  tli.it  :»pvc       ScTvict'S  lor  Children  facilitate  parontiny  claiiuea  iDr 
par  i  :.h  lont-i .   and  pjr<  rit2. 

!   .jv)r»*'  with  the  <x[)crt:j  oti  Child  Atju:;*!  iinu  NL'«jlcct  ll>at  9l)*,  of  paiorii.'. 
wh"  ii^u:;i-  th.  ii  childrc-n  uufft-r  from  no  M.<rioun  pijychiatric  lualaJy. 
r.'c'i ei  ore ,  proqt  am  (U.-inijnorr;  of  child  malt  r»>aiment  prevent.ion  prcjqrunii; 
T'.j.a   tviko  thi;;  oftr-n  overlooketl  fact  untit-i  primary  conijidei at  i«jnii  when 
«i'.'</',«lopin^j  pro'jiaru,  to  stem  the  tic3c  of  child  maitr«^Littiient,  Dospitt,- 
thi-  fact  thjt  cliild  abu:;o  and  neglect  crossot;  all  cor;r,iinity  boun'.ities 
anil  prr  vaiU;  throu'jhout  aipor  ican  society  it  iii  n»ainl".    'l-.e  poor  and  nu- 
not  ity  ciiildron  that  end  up  in  the  child  welfare  sy::"     .     Support  pro- 
'jr,j!r,:;  .7uit;t  be  itii.t  it  ionali/ed  from  the  public  systeir..     ■or  it   i:i  the 
puijlic  child  welfare  that  our  minority  and  poor  citi.-        nn  •  [s>f.d 
on  HI  tiii^.-::  of  ci  iuis.     Public  cliild  welfare  isystem  tr; .  i  p  a 

jjji  t:i<.-j  ;:h  ip  With  th-/  minority  and  poor  coimrmnity.     Vi:ij(  i    Jictatt-  tlkit 
thi  .  ^u:;t  ^ijppor.  if  the  minority  and  the  poor  are  adetjuateJy  ;jerv»'d 
■*it.hi.':  the  prei:ent  structure.     Progress  t.'tuiit  bo  irade  in  the  area  (A 
p.'nnan«Ticy  and  child  mal  treatment  prevention  tor  minority  children, 
t';  i-;.»  r;Mv  ,  no  A  public  chilil  welfare  aijcncics  do  not  have  adequate  out- 
t  <'.iiMt  ( uii  [Ktri'.'ii         Concept:;  ot  community  outreach  vary  from  locality 
I.)  loc.Uity.     My  ■■x[H'r  ior^C'-'  has  taught  me  t:hat  very  few  aijcncies  ever 
;rjk''  jny  Litiiou:;  «.t  forts  to  involve  the  minority  and  ixjor  communities 
wii-'ii  pljnruna  ciiild  maltreatment  prevention.     Presently,  plan'ning  takes 
phic"     I  f  h        iii;pac't  from  th(;  very  people  who  must  use  child  welfare  < 
j<'i\-ice;;.     v-i  v  lew  public  aqenc  ies  on  the  Federal,  State,  Municipal 
Ol  County  1-  ■.■•■1  r~L.»kr-  funds  available  to  local  community  organizations. 
In  nth-jt  wcrdii,  afj'.-ncies  continue  to  talk  to  agencies  while  never  *:alk- 
i:; )  tij  thf-  corranunity.     Thi;;   lack  of  minority  community  involvement  on 
thi'  part  or  th«»  <'liild  welfare  ..ystnm  has  hurt  its  imaqe  in  the  minority 
C'jirjr.jn  1 1  it.-L.  throu  ihout  the  tJnitod  States.     This  lack  of  minority  com- 
rnuiuty  involvement  on  tlie  part  of  the  child  welfare  system  has  cau.':cd 
.T„i:iy  minor  ity  cor'jnuriity  loaders  to  view  ttif.'ir   local  child  welfare  cen- 
f.-'i as  "child  ;;natcher?;" .     Thir  image  must  be  changed  if  a  partnf.»r- 

:iip        tc    Sh-  Jovflopcd.     This  non  involvement  is  one  reason  why 
nuno:  ity  childr«^n  urt  inappropriately  reprci^ented  in  the  chtld  welfare 
jy.:tem.;.     Until  ade«aate  heteroqcncous  programs  are  actualized  and 
s-.ade  accei.i:  ibV>^  to  evf-ry  coirj^^un ity ,  the  plight  of  our  children  will  con- 
tinue *,o        a  national  disijrace.     For  your  information  I  have  included 
c-jf  iey  of  articK';;  on  successful  child  maltreatment  prograrrs  that  I  have 
i  i'»n  i  nvu  1  ved  w  i  r.h . 

I  rhank  you. 


Ronpectfully  yours. 


Theartice  Gentry,  PH.D. 
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.      ' I. rr.r-i r;-;  L'lb'-jr  and  Hunan  Rei;ourf:eri 


!:-.:  .  ^'t  a;. 


-h-:-  Iiiv  I  tai.  I '-.ti  to  provide  wrJ.t:ter.  tcGtinony 

■  "r,.;':r.:il  in.Iur:;"  catefrory  of  th--?  Chil.l  Abu::e  and 

v..  U.o.c.  'jioi)  which  La  Dreh^ent:!'/  under  review, 

.r  'ho  orrice  for  !;he  Study  ot'  tho  PGycholoplcal 

■  i't;i:a,   r  oonriri(3r  this  to  be  a  natt;er  of  substantial 


n^ir.v,  which  I     nd -.-rst  nnd  to  r^ufcrrume  psycho]  oKical 
'  ■       •    'l^'-::-    'in.i  riet:lf;ci,   1     a  pi-oblem  of  rna.lor  pror^ortlonn 
I't'.Mnnlnr  to  understand.     B:>.porU:-5  In  '^he  field 

■  "•'^•1  -it-i..'-  vi.n  n-,.',l.?ct  j'.-adlly  acknowledfre  that  menta.]  inlury, 

-i;.-.  I'.  ^if.v^oT.pari !  e:;  physical  abuse  and  nerloct,  Is 

vh:^.-;  physical  abii::c  and  noF:lect  and  often  nore 
'-"^  it::  irnpa'^r  on  lliL'  liver,  of^younf:  people.  Evon 
*;''  ■'■"■'  ■  1  ^'di'"  ~.a:r:r.  dt.-pl  h  nnd  oonnon::uE,  rerjc-arch  har; 

^■'^n,-   ::r,T;  of  noj.-at  Ive  conditions  a?  possible  con- 
^v.-  of  :r,v::tn.l   !:i,ru:-y.     Th<..':5e  :^ondltions  ra nr;r  fr or.  poor 
■-'*"■''*■"•    •.'••'■I',  ff.f'at  Ir.r; ,  and  dru.-;  ab^iso;  thrc\if:h  low  self- 

i'-'r-i  :!-.:!tvv'-T:;'.'nt ,  3nd  incompetonce ;   on  to  nevore  anxiety, 
!-•.!:.;:•••-*:.■-•  ii-Ivv  ;^v;:,iro;:i'? ,   neriou.^  er.otion^l  disturbance,  and 

^f  vl.:onj..    ilr'.;'-vod  at  ::eir  arid/oi'  others.     Th'--ra.1or  ante- 
^-iJ  .-l-i--  a::i-:^.i;  the  vounr,,  the  t'nlrd  to  second  ranked 
••■  ■  '  ■  "  •      •     d  :>  I  e     e t  -  ,  a r a  1 1   f  onno  o f  ncn t  a  1  1 ! i.j  u  r y  . 

P-"— ••- '-'-or  th*--  lav;  have  adequately  defined 

P-vfir.olo.-lcal  and  einotlonal  abiise  and  neglect), 
•'*■■'■•■•  ^  t':rr:.:',  caus-^r     Ion,";  terr.  effects,  or  effective 

:  \  vo  ar,.:  — ^Te.-'.-v*.  pr'ocedur'^3  .     The  lack  uf  under  Jtand  1  nj- 

I-  ri'rjson  r.r  '.r.al  Injury  receives  so  little 

r;   Ir.  .:r;n;:-'>r ! l-;c:  1  to  physical  abuse  vith  Its  more  visible 
-        !j        f''r::i.' .     T:i"  stages  of  this  nation  are  flndinr;  It 
J'ffi-"'.:t  t !-ier.:::\v,  let  alor.e  c  or  r'ect,   instances  of  mental 
•  •■  ■  ■  ■■ '■  • ' '    '       '  '*  1  'i v: s  3  n  r  e  r a  r'd  t-.  o  r: e n  t  a  1  1  n.!  u  r  y  f  1  rjd  s 

■  ■  I  ■  ■  ■  •'  ■  •  • '- ;      ■  *  n  i n  1  r ! f  u  1  c  o;r.p  iv>  hen .  i ve no s  s  1 0  h  e  r^e ne     1 1  y 

:vt.' ^ri  ty  of  n-ir.os  pi^ovlae  o:  ly  .nention  o'"  T.ental 
"     :■  .'^-neral  ,  ar^bir.uous  definition  of  :he  term.  The 

IndwnJ  L  niviTsity  at  Bloomtn^ton  and  Intluna  University -^^r^Aie  Unjv.-rsity  at  IndwnJpolis 
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;  i'.-.;-':iv  lav.;'  wlI  "h  r.<>  l><<yond  ihU'.  level  tend  to  fall  within  cno 

•■■■r  t  hi        '.'h' 1 I'.v  1  lu-';  with  lncnp'VclT:leG  ol"  the  parents 

p-ir^'ril  lri^-,  liviat'iict  lv».'*i)ar'»'nt  ln>r,  practlcioG,  or  c.'Vldence  of  sub- 
.-firr  i-illy  di:nitU:5hcd  pnychol o^vl^jal  (Ineludlni?;  Intellectual) 
ri;:i;:t.  loni nf-  on  ".he  part  of  the  child  as  a  result  ol'  abuse  or  nei^lcct: . 
Vr:'l'»  oTirr.t?  cV  those  lawn  may  be  considered  superior  to  othern, 
r.-'Wi   i.ie')ua*^"ly  deali*  with  the  Insues.     Tn  addition,  car.es  suc- 
r»-r:'.:'iil  1  y  pro:',t.».:ulf.'d  rtpjjear  to  have  been  few  In  number  and 
i.'.'-r.or-j  1 1  y  r<>c'n:>-.' i  or;  t-he  parents'    Inability  to  care  for  a  chllu'G 
{  :,y;-.  1  ; 1  ari>:  ^'in-jtlonal  needr-  due  to  mental  Illness  or  chronic 
r- 1  .;<!ti->  1 1  i^in.     While  no:v.'  subtle  forms  of  pr.ycholCfj;lcal  net:lect 
cin.'i  av-lv-  ffirrr.3  of  pf:yeholof7;lcal  abun«?  may  have  equally  dev- 
::::t.a"  Inr  t^fl'eot;.'  on  the  deve1opln>;  child,  nuch  caseii  may  po 
■jtirio':  I  ct-d  due  •:o  the  vaj^uener.a  of  reportlnf;  laws,  or.   If  adjudl- 
i-r-ed,     th'-y  are  left  t:o  the  dl:5c.retlonary  wisdom  of  the  court 
•  <::«   Ifjterprv.'t   n  non-apeclflc  statute. 

'Vho  l-.ick  of  clnrlty  and  action  regarding  mental  Injury 
-•f'r'V.a  '  ril  y     u:'!:  1  f  ler        'uslnfj;  on  thir.  topic  during:  the  present 
rv.'Iow  {  rnr-er.n.     Ml       :ieeds  to  be  done.     Progress  will  Le  made, 
In  my  op  In  Ian,  by  maintaining  the  category  In  the  law;  by  expand- 
ini*  effort:-.  t;o  r.iinre  Information  re^-iardlnf^,  ths  most  constructive 
rra'?rlcer.  now  in 'effect;  and  by  developing  and  supporting:  efforts 
to  further  clarify  the  meanln^^s,  causes,  and  effects  of  mental 
In.'ury.  '.'.'hlle  the  present  law  provides  Insufficient  clarity  and 
.1 1         !(  r. ,   Its  very  existence  acknowledges  the  seriousness  of  the 

1  nfv-.r'oes  the  more  progressive  leclslatlve  and  service 
a.'h  l':*v».':r.'v;'.    ;  and  contributes  to"a  sense  of  work  undone^  hopefully  . 
•at  aii-'a:- iri-:'.^G  that  will  stimulate  further  effort   In  this  area.  It 
wo  1  Id  S'r<"  I  al)  ly  be  wisest  to  leave  the  statemen*:  of  national  law 
In   !":r  |  r"  ;  v'nt  form  at  this  time  and  to  provide  encouragement  for 

i  .ior;t.  1 1' l-'it  I  or.  and  application  of  best  practices  and  the 
t';ir-:.;lt  of  further-  clarification  which  would  eventually  support 
i'.\';.3t:'ucv 've  substantive  i mpr-ovements  In  the  law.     The  National 
'N'nver'  rr.  :'hl]d  Abuse  and  I'Jerjloct  Is  certainly  a  logical  vehicle 
for.  ■-'hannellnp:  such  support.     You  may  also  be  interested  in  knov/- " 
In.:  that  the  International  Conference  on  Psychological  Abuse  of 
^;hildren  and  Youth,  to  be  held  at  Indiana  University-Purdue 
University  at  Indianapolis,  August  B-ii,  Is  Intended  to  clarify, 
cor.s<.'ll<J:it»?  and  expand  the  state  of  knowledge  bane  in  this  area. 
This  conft'r-?r.ce  wlli  bring  together  representatives  of  'all  the 
r:a.j.or  holpin.*  profession  and  advocacy  groups  concerned  with 
'  r'.'-'riV-al.  In/ury .     It  will  produce  recommendations  for  legislation, 
re-'^earch,  prevent  ion  and  correction.     As  ^Project  Director  for 

cor.f e:*ence,   I  can  assure  you  that  its  products  will  be  made 
:''-a;i!iy  available  to  you  and  other  interested  parties. 

ii'-wover,  1*"  changes,  are  to  be  made  at  this  time  to  the  pifjsent 
law  in  :''j(:ar  1  to  the  mental  Injury  category,  the  following  sug-. 
.-or.t. ion.^:  are  made  for  ccns iderat ion .     First,   "mentil  5njury" 
.-r.  :^:;ld  l^e  chanred  to  "ivsychologicjil  abuse  and  neglect,"  a  phrase 
'.vr.i-jh  mor-e  accuratt>ly  labels  the  area  of  concern  •  (presently  In- 
.v-rporatod  In  liawail's  statute).     Second,  it  would  be  helpful  to 
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v^!C.Oi:u\.:o   In  iln-   law  'ifitl       Itlf  1  1  rion  for  Itn  application  that 
.•.u!'!Mc- I'.'tU.  JilTor'etio*?:;  exUa   In  K-velu  of  nerlousnesy  of  mental 
Injury,  or  psycholo^-^lcal  aluuie  and  ne^'^lect,  to  require  that,  dir- 
t'erent  -.^r.rategles  be  applied 'to  deallnf^  with  them.     This  ml?rht 
mL<:v.:  th-tr:  a  flriit  level  of  greater  serlousneEs  would  be  reserved 
for  'ictlon  to  protec*   and  prosecute  ;*  while  a  second  level 

'■'f  It.' ;j'>r ioa.''nt?n:i  would  be  dealt  with  throur.h  counsellnR  and 
■'■-•r::^'.;  1  t.at.  1 0)1  L;ervlr:e;j  to  bv  providod  to  those  sp^^c  Iflcally  Involv- 
•r-j  by  a  .•oni.'Tiunlty  rt,'3ource  team  (ort;sbudsman  Inoiudcd)  to  ciarlfy, 
'.'•Jlu.'!rit'.^,  trajr:  for  Improvement.     The- level  oV  seriousness 

r.lt'hl  Ir  .Ii.id..y.»d  by  the  depree  of  Immediacy  tc  which  the  child's  ' 
hv'al^hy  a.'Vf^'lopr.odt   Is  In  Jt^oparUy  (Tor  protection  considerations) 
•in.J  ^h.'  do,-.-rfir  to  wlilcli  cause  and  ofrect  relationships  are  known 
I-    vxj.-,t,   (Tor  proF.ecutlori  purposes). 

U'lth   livj  exp^'ctat  lo.n  that  some  types  of  mental  Injury  would 
fill  .hi  rnu'.'v  tlirin  ont?  cate^,ory.  It  Is  probable  that  some  ac^rce- 
ri'/M  ci.'Uld  be  re.-iched  by  Informed  and  reasonable  people  rep^ard- 
l  ■:. t.  l.v  *'  I e  ve  1  n  f  r, t» r  1  o usne  s  s "  c  a  t oro  ry  for  a  s s  1  v:nmen t .     Fo r 
•>x:Kr:piv ,  ^.-.t:  (.■.'/ ry  ono  le;^eater  seriousness)  mlpht  Include  Instan- 
('!*  n.'fusil  by  caretakers  to  provide  needed  psycholORlcal  treat- 
'iri  err.^t  lonaliy  handicapped  child,  denial  of  essential 
ifr'oi]^  l.-,n  and  r'tlmulatlon  in  Infancy,  or  parental  encouragement 
■jr;>i  p».  :-;r. :  :;s !  ON  tc-  fji;!vi.j;e  In  illegal  or  sexual  offenses.  Category 
'  ■"•  •   ^  !'■:•:•":'  r'.Tloij.r:i"3:; )  ril^ht  include  instances  of  repeated  pub- 
:'•   ii'ir-.  1  '  ' -r.  Ivrt ,  marital  discord  creating  a  strongly  neg- 

;t-:Iv-  .  r.     I  ::: 1      1 1  m-iV  e .  In  the  ho  .'f^ ,  or  demands  for  perfectionism. 

: !"  .  i  'w(:-i{?v_^l  approach  to  conceptuall::inK  and  dealing 

wl'.h  r.cr.*:!..   l*-,/iu\v  v;'*!'e  pursuf:d,   It  would  also  be  worthwhile  to' 
•-'.7v  1  i''?-iT,  I (  I.        a  tliJrd  catof^ory,  supported  by  expert 

^'■<\.i'-ur\i:  - ,  'i-.'t  11  rij'  vdth  retju  5  rem-!; nt i-  for  healthy  psyc holo^rlca  ' 
i  -vv  U-p::;!-:::. .     Th'ji;»:.-  ru'-^so r Ipt.  5  on^  for  psyoh':'lorlcal  health  co^ld 

1       r-t  .;i';t  t.'?  .t  !n  'lA.'ircness,      !  .'"nr,  1  n>;  rind  Training  processes 
• vr.n'::;!:  -n c i es   (e.^^.    ::ohools,  churches,  welfare 

I  •..T ,   ':ay  "ir-e  cenU-^rs  )  and  public  media  to  decrease- the  Ilke- 
['-'^■"^^     •'  .In.'nry  while  supporting;  h'-^-^lhy  psycholocioal 

:••'.'•.-]  vpr.-T/  .     •  rycttc  !  ^>fTl  :al  needs  focniiin,.'.    ri  love  and  affection, 
j.'V"  1  '  pr»'.*.*    ■  ;■  ,v:.;v).(-t, r-Ti  :y  ,   se]  f-»?stoeni  and  responsible  group 
v; ;  L  j  be  ^.,a:^pl":^  Tor  inc:'.-.slon  here. 

'r.:-t!"*j:  '.v--  -'fsul:  s  inlrht:  accr  ..:-  from  applying  tht.'se 

-i-:v. ,    l\-  v:o'..ild ,   a-.-rtl.-^. ,  sev prudent  to  await  t.he 
• '.!     '.l;  'ii-   t  h"  ^  ^nff-rtrt^^e  c  Ited  provl  ously  so 

:..">:'r.    :'_-vo'.. -..  :  lo  r,hls  area  night  have  greater  effl- 
:  .  -  ■.It.  ! ani  gri-'a:.pr  Impact.     A  good  deal  of  work 
•  .i-':ie        ■■■  Kv.jrt-  ih'i*:  responsible  haridllng  of  rnenv.al 
■  '.::ur.;.     '.'or;i:lriei'at  5.  on  must  b*:?  glvL-n  to  the  basic 
r.  ■•■J;:  oi'  rlg'r:ts  of  humiir*  b':?lngs  which,  'when  d»:'nied  , 
r a d  o r g a n i r. a 1 1  o n s  tend  to  agree  t ]- 1 a t 
i  '1  I  on ,   Iovl-,   underiitari  llijg,  fre    .on  from  deg- 

1  en 'n>:c'.irLig«^'ment  to  de'/e".op  abilities  and  talents, 
Lv-  :'i(.':nrer;;h  1 Consideration  luurA.  also  te  given 


4Sa 


454 


to  th*e  \t'Vi>\  -)!'  fouvariih  evidence  regard Ipt^  psychological 

abujje  anci  no^;;lect.     For  oxampl'-s  the  !'allure-to-thrlve  syndrome 
hiJ  bL'vM  LJtronb'.ly  documented  as  resulting  from  affect lonal  and 
iitlmulatlon  deprivation,  while  the  relationships  between  partic- 
ular pr.ycholOfe:lcal  isondltlons  and  marital  disorder  are  just  now 
belri^.'  mf'an  lni^:l'ully  explored. 

Tm  addition,   it  ii>  er.isentlal  that  two  very  sensitive  Issues 
I'.'  clarified:  the  mental  Injury  catet^ory»s  implications  for 
far.liy  Integrity  and  punitive  versus  ameliorative  strategies. 
Ourioer-ri  about  mental  Injury  must  not  be  communicated  as  a  general 
.!On<lennat Jon  of  family  living  and  parents,  or  as  a  threat  to 
the  Integrity  of  families.     Adults,  ai*.  parents  and  non-parents, 
abuse  and  neglect  young  people,  as  do  siblings  and  peers.  Abuse 
and  rit'|-loct  occur  In  homes,  schools.  Institutions  and  a  wide 
vrtrlt'ty  of  community  settings.     All  forms  of  mental  Injury  occur- 
In  all  settlnp;s  and  u^ler  all  relationships  deserve  consider- 
ation.    Experts  In  psychology,  psychiatry,  and  social  work  recoR- 
ril-^e  that  the  family  Is  the  central  support  base  for  stlmu-  . 
latlrif.:  and  Inl'luenclnp;  psychological  development  in  our  culture. 
It  Is  th.e  only  structure  generally  Capable  of  meeting  the  funda- 
r.ental  psychological  needs  for  safety,  love  and  belonging,  and 
b'eliif;  valued  by  others  early  In  life.     We  must  do  all  we  can  to 
erihariv?  the  ln'tei?;rlty  of  family  living.     We  have  no  proven  sub- 
r.Mtu'.'.-  for'  It.     Finally,  It  Is  Important  that  It  be  recognized 
that,  pij:iitlvi.'  letr.al  action,  whlle.it  may  be  necessary  In  some 
case:-, ,  will  he  far  less  effective  In  dealing  with  the  existing 
breadth  arid  dep-h  of  mental  injury  than  corrective  and  preventive 
prcH:odur<-r.  that  train,  educate  and  encourage  people  to  apply 
j/ract  1        F'^'omot InK.  healthy  psychological  development. 

Th.e  OlTlce  for  the  Study  of  the  Psychological  Rights  oT  the 
(.'hMvl  and  t!ie  planning  committee  for  the  International  Conference 
oil  rjycholc),^l;;al  Abuse  of  Children  and  Youth  will  be  pleased  to 
provide  fLirthor  Information  and  assistance  in  your  efforts  to 
prot'?-t  ar.d   improve  the  psychological  health  of  young  people. 


Sincerely , 


-Stuart  !J.  Hart,  Ph.D. 
Project  Director 
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Camp  Fire,  Inc. 


Washington  Officv 


1725  K  Street.  N  W  .  Suite  t2t  1.  Washington.  0  C  2000G/  (202)  659-0565 
GROWING  WITH  YOUNG  PEOPLE  FOR  T2  YEARS 


April  26,  1983 


The  Honorablo  Jereiniah  Denton 


Chdiniidn 

Fdiiiily  and  Human  Services  Subcommittee 
A  524  Ii.Uiiiyrdtion  Building 
wdShin':/ton»  DC  20510 

uv.a.1   JtrndLur  ueilLuti: 

Thank  you  for  giving  Camp  Fire  the  opportunity  to  testify  before  your  sub- 
coiiutiittee  on  child  abuse. 

The  following  is  the  response  you  requested  to  Senator  Dodd's  questions: 

1 )  '  low  J  'i^I' y  UP  you  estimate  nay  be  in  danger  of  sexual  assault? 

According  to  the  latest  figures  from  the  American  Humane  Association, 
7  percent  of  reported  child  abuse  cases  involve  sexual  maltreatment. 
If  the  number  of  children  at  risk  of  child  abuse  today  is  thro» 
million,  at  least  210,000  of  those  children  are  potential  victims  of 
sexual  abuse. 

For  female  children  in  particular  age  groups,  the  risk  of  sexual  abuse 
is  much  higher.    Ajtiong  female  children  9  to  11  years  old,  20  percent 
of  reported  child  abuse  cases  involve  sexual  mistreatment.    For  female 
children  12  to  17  years  old,  more  tfian  15  oercent  of  reported  cases 
involve  sexual  abuse. 

2)  How  important  is  it  to  authorize  separate  funds  for  the  treatment  and 
iirevention  of  sexual  abuse? 

Camp  Fire  belioves  that  sexual  abuse  is  a  complex  and  troubling  problem 
for  society.    The  mere  public  discussion  of  the  problem  causes  people 
to  feel  uncomfortable.    As  I  stated  in  testimony,  we  are  engaged  in 
sexual  abuse  education  problems,  basically  without  Federal  assistance. 
If  a  set  aside  of  funds  for  sexual  abuse  and  prevention  were  provided 
in  the  authorization,  it  would  accomplish  several  things. 

First,  it  would  target  resources  in  a  way  that  we  could  see  an  impact 
from  scarce  Federal  funds. 

Second,  it  v/ould  allow  the  National  Resource  Center  to  develop  the 
.adequate  expertise  to  respond  to  requests  for  local  assistance. 
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Anil  third,  .1  h'dot'Jl  'iet-aside  would  raise  public  consciousness  and 
sjnctior»  public  discu'jblon  of  the  problem. 

I  hope  this  answers  the  questions  completely.    If  Camp  Fire  can  be  of 
assistance  to  the  subcoiunittee  on  anything  else,  please  do  not  hesitate 
to  ask. 

Sincerely, 

Arnold  E.  Sheniian 

National  Executive  Director 

AEb:nh 

cc:  Senator  Christopher. Dodd 


\ 
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The  Children's  Hospital  Medical  Center 

JOU  Lu'i<|.v!n)(I  Averuif.  Boston,  Miss.icliuS'Mts  03115,  Tfloplioni;  (617)  /ofvGOOO 


'1»V  '5.  V'fi'i 

i.iTiitfi!  '^i.»t.<.-s  n<jii.Uor 

'Jomi  I  too  ou  I..ilii>r    -luA  Hun.in  I-oiioiirc-'S 
W  »  ihi  ri'ir-i>n  ,   D.i:.  Jivu.i 

J".u    ''f.'u.iV(t\    I>tiiif  oil : 

M.iiiV  t.h.iriks  f-ir  your  l"tt'jr        April  \').     I  v*.'ry  muoh  onioyofl  my  t^.'sninony 
>"-i()rf:  ymir  corn i  f  t -  - ' ,  T  .in  i^orry  tlun   you  wor-j  ill  th<it  <lay.     Vou  c>»rriotl. 

f'  TLh  ;-iir.liilly  wiiiU-  you  wt:rt;  Lli»>]f},  arnl  I  w.is  plLM:'t;tl  iinlecd  to  soo  t:}>e  irit:erest 
i  rj  t>if'  ;  r*  bl'jni  >;:'  t  hi  lei  ,ibu!;»'  which  you  iio  obviously  fJonjonst  r>-\  tod . 

I  ;i  ■» !;  I I'.'M'-,    :  »■•'.[ th».'  tJui.'St  ion..    livrn  to  mo  in  writinr}  sub^iequont 
to  Lli'-  ' 'js  '  1 y  .  '\u-'i^''tirij\s  ,   and  my  r'-*5pons<'s ,  follow: 

I)     Pj  ,   r;i-wl>'  j  li.'t  ,   the  question  alway?  iiri^;<'ii  about  the  proportton  of  monoy 
,jcv,  '  .,1        ri'Sf  .itch  md  t_liat  devot'-d  to  sorvices.     Do  wt\  havt-  cnoutjh 
rfj...t!  :h    1  r  .1   Hid  rh'juld  tixTC  l)e  <;;ii.»nt.  on  scrvic-s? 

i:'- :.?f  i:iSi;:  Thor--  is  not.  nearly  rnoinih  resiMich  data  on  child  abuse.  My  coll«;aquo;j 
Cimlv!!  ''!<'<  wh«- t'K.'r ,   ^^d.!).,   and  Rob'^rL  Hampturi,   Ph.D.  have  tncf  r.t  ly  rcviowod 

..'jr  kti.'Wliulqi:   ind  r<'^«Mrcli  nni-ds  in  an  article  ucrif-dulnd  to  appear  in  t>ii>  Journal 
A  -jh*!  /xT!*  r  ioin  jv!-ad-;i'7  of  Cluld  r^ychiatry,  rntitl'M,   "Child  Abur.o;  Current 
TivNu  V  Put  .jr-j  I<>'fii'arch  NtJi.'dJ. . "     A  copy  of  the  corrtJCtcd  qaUoy  proof  is  »;n- 

vlo  Wo  ^-^nclrifli?  tliat  much,    if  not  mt,-»st,  of  th*^  rnM<!ari:h  on  child  abu^^o  in 

n.'t;  rtodfjlo.;i.  .ill  y  t'Liwrd,  arvl  that  nioi-i^  research  ii;  ncfidod  sfjoci  f  i  ^a  1  ]  y  in  the 
foUf.wit!';  aMM!i: 

a)     ln;idtTu:o  r*=;t  imatt's  continue  t.o  bo  confvi'icd  by  a  lack  of 

fi-ri  -lon  i:i  the  definitions  \iMtjd  in  rcBcarch,  ixjlicy,  l.tw,  nnd 
:  rac-t  i.;.:,     £^i.udics  of  m.1 1 1 r*j.» ted  adolosccnts  ;uK;<]i:;Jt  different 
i  ,ii:s*'s  and  ctitni^jquonces  from  caso;;  involving  younqor  childri?n. 

} . )     T d •  •  ti t  i  (  i c-g t ion  of  ri  sk  f o r  ma  1. 1 r *>a tncn i  _rcjna  i ntat i  stica  1  ly 
!inri'l  I  ib3'«r,   thus  f  rust  ratine;  attonpts  at  early  inti-rvf-ntlon. 

•)     Tr-M'.ri«:nt  of  child  abust^  iu  inadequate,  and  succcnr.f iil  treatment 
i;.  ir}^7rf^*c"t"l y  under;; t.ood.     Conv*:iit:ional  «^ocial  work  apiiro  chos  are 

i-  '>rj,:i.»t...,!  with  hio'Ji  rates  of  rc!-iii;)ury ,  but  low  rocidivij^m  iy  repcr- 
'.  .1  wiiji  Ltiiii  vaLi'/.r  .md  r.  ^ourccful  F>rcqr3rr,c  with  nolocted  clinic:il 
pi  'pnlat  ions , 

■  \)     :  J"  1 1  ly   » U  _  t  ro  it2;v-;ji  t  yjjp  r  1 3  l'  n  cur,  c  n  r.      "J";^  •     * ''^  ^  only  a  r<  • 
the  ih'vel-^tuxi.t  a  and  health  n'-eds  of  childron  iqnorcd,  but  the 
i  hildron  may  l  i.'  hanTiud  by  .i nt  it vjntions  which  [ilace  then  irv  fostor 
iicn.-    >r  iristitutior.al  care  settiiirj;}.     Focun  on  tlur  chlldh.->ad  anto- 
r-  dent  ;,  pn'c  ipi  »'ant:: ,  and  concon^tants  in  research  and  practice  is 
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liinit'xl-     Poorly  <Jll'f»>rontiat«Hl  clinical  .approaches  nccjlect  t]w 
imiquo  tj«2edr.  of  adolusicoiits . 

< . )     1 1  J-  o  V','nti  VP  init  i  a  tivcs         largoly  unexplored ,  notwitlistandinq, 
for  tTxTrplu,'  the  suoy«>sted  potency  and  cost-orfcctivenoss  of  faciU- 
ifif.i:i>}  th'.'  lOnnation  of  hninds  of  parent-child  attachment  at  birth. 

:  )     VUo  ti.'-N U^iiTi^dnd^J^om^^^      ^9il.-"-5"^ "'-''^        physical  and  ;;c;xual 
.i;  jso  Tr'e  \M'~>r[Y  understood,  dUhouqh  oxpertii  concur  on  th«  increased 
vuh7t>r ability  for  tiovere  probleinis  in  school,   in  behavior  in  the 
coimunity,  aiul  in  later  family  life.     Vew  lonqitudinal  studies  have 
bequji,  and  thefio  are  likely  uoon  to  end,  because  of  severe  constraints 
on  research  funcjiruj. 


2)     ;;r,  ;ii;wberqer,  do  you  have  statistics  on  the  incidence  of  child  abuse  porpe- 
?r  i^t:d  rtqaiiif.v  children  of  unmarried  or  divorced  women  by  boyfriends  or  live- 


JKSroriS::;     :t  ^pp'-ars  th.it  wo  are  seeing  incredsinq  numb«»ra  of  caaes  of  this 
nar.ure,   involvimi  both  physical  and  sexual  abuse.     In  the  past  year,   for'  example, 
a  yountj  ■  teenaoe  qirl  wat;  raped  by  her  mother's  friend  after  he  was  asked  by  her 
nH:ittier  to  locivc  their  hone.     In  another  case,  a  man  sufforincj  both  from  alcohol- 
ism cind  ^h*i  Vietnam  poJJt- traumatic  stress  syndrome  repeatedly  beat  a  three  year 
.'Id  vrhild  with  whum  he  felt  in  competition  for  his  mother's  attention  and  affection, 
w'nder  my  liupervifiion,  medical  students  reviewed^  the  case  data  over  a  hospital 
•/•••ii  .     Briefly  tr  summ^irice  our  findings,   there  appeared  to  bo  a  nharp  increase 
fron  our  and  other b'  previous  experience  in  the  number  of  cases  in  which  boy- 
friends wero  involved.     There  appeared  to  be  the  greater  number  of  more  severe 
ir;.-  idents  whtMe  they  had  been  in  the  ho.ne  less^^'and  presumably  they  did  not  have 
a  tVep  and  abiding  emotional  tie  to  the  child j   this  was  not  always  the  case, 
however.     Moat  of  the  phytiical  abuse  cisus  were  qiiite  young;  by  contrast,  the 
s.'xual  abuse  cases  were  principally  of  teenagers.     I  should  add,  however,  that 
in  ir^ii.y  of  the  caries,   the  boyfriends  appeared  to  be  an  importint  :;ource  of  support 
to  the  moth.jrtJ,  ^nd  our  clinical  concern  vaa  focused  on  sustaining  the  support 
of  "-r-otional  t.'.es  while  preventing  future  violence.     Obviously  this  cannot  be  done 
m  nost  caioij  of  sexual  abuse,  and  it  is  very  difficul*'  in  »nany  cases  of  child 
il>Mse  where  the  rwther  is  asked,  to  quoti.-  the  bovfriond  in  the  case  involving 
•  h"  threu  year  old  fhild  .ibove,  to  "choo.ne  him  ^»r  me." 

:        rlfjasod  aiso  to  rejipond  to  the  question::  from  Senator  Dodd: 

I)     '.'.'hat  can  be  don---  to  pr^ivt^I^  child  abuse  as  opposed  to  treatin'?  it?  Wluit 
nore  should  w<>..ht^^_cJoi^ng? 

ftu:si'OH?r,:     My  colleague,  Carolyn  Moore  Nev/berger,  Kd.D.,  and  I  have  recently 
c'jrpleted  a  review  of  what  can  U.  done  to  prevent  child  abuse.     An  I  indicated 
i:T  ny  t'-^tinony,  wo  must  rely  ever  lesa  on  reporting  and  more  on  prevention  if 
w->  arf  Moinq  to  use  available  resources  efficiently  to  deal  with  child  abuse. 
A  copy  of  a  reprint  of  thia  paper,  'Treveution  of  Child  Abuse:  Theory,  Myth,  . 
Pract:-.^,"  whicii  has  -^ust  appeared  in  the  Journal  of  Preventive  Psychiatry,  is 
■-•!vr lo.>' J .     Briefly  surunari  ^icd,  our  recommendations  are  these: 


i  ri  mat  »■?;? 


459 


* :'  -  1'v  .*'*r:*"t!il!Z.'''""  fy*"^""'i'i^zp^r  


.i)     A.-kr.owlodqo  the  imfjortr.iiico  of  n;oiit..il  health  to  l.hv  functioniii«7 
1  w»-n-b'.'in>j  of  chihUon  .irid  t'.in^i  1  io;;  by  formal izinq  a  conception 
JuMith  th.1t.  inclutU'S.  emotional        woU  ay  bioloqicol  health.  Thits 
)>•-  ,r  hi.'v.'(|  thrnuqh  t.h<!  traiiurvj  of  I<}.v^!ici.l^s  and  otliors  to  rocorj- 
I.;.-.'    a;;:!  .t:r»'ii.l  to  L;noti<Jti.»l  .It;  wtiH  ai  i'l-.yiiiolfKiic:al  iHjiues  in 
pi  iL-M  .(*,  an.l  hy  r )rovi «i i lui  t.lfirri  {any  rt'inliurs»-;m»?nv  for  porforminq 
a.  th'^  jjat  i^'iiL  '  t;  ailvistf,  '/ovii:M;lor  ,  atui  health  advocate. 

!■'  r C'_r ,  L<  •  a  r- f  1  i  r  1 .  j  T i  i -.^ci  ty 

!0      '..ivo  [^ruiiVi.  .urcrt'fis  to  » ni  oiTnal itJti  a:ul  unckTr;t:andir.«j  of  clultl 

<J>  V' •  lopnt.,;.:;  ,   ihcludiiuj  iiotiVJolorit.  :nothod.^  of  socLalirinq  th';?ir  children. 

• '.  ^  Vr  I  '''^  t  ]  a  : :  :r,»  >  M  t   Th  i^_rY_ 

>■)     :;!«'yai';  'Au:  pa itMit -child  rcUi t, iotvih i [>  to  an  .ipproprinto  potjition 
of   ri.:.p»  'jt.  .will  iir.port  Tnc*!  ir.  clinic.jl  pract  ice,  r.hrouqh  f aci  1  itat i nq 
tJ;t    format,  iuri  uf  bc-rid'j  uf  at.tachri'.nt  at  birtli,  by  prrvor.t  imj  nr<.'natur- 
ity  !!ui.;u;!i  pifnatal  care,  hun.ini  ni'ij  thi:  del  ivory  r'xp<-*ri'jnco ,  brinq- 
it;>i   r)t;ht!r';  intc)  the;  d-jlivery  room  .tnd  uni-haai^iiKj  thc-ir  rupportivc 
t  .1'.  T.jwirl  pot.h'.rt;  and  th»''r  partici.pat  J  on  in  cfiild  car:.»,  and  by 
•11  •   11  .ijf-n-r'.r  i>{   ri.itcrnity  a*;  well   as  r.atorni.ty   U'aves  from  omp^^/V^ne^t. 

■  '  ■:■   :  r  r .  Th^^'or^' 

;^     r T'v.'i  I'-  ijuick  tel'-'tihon*-'  acccf;s  to  pcirontn  at  tinor.  of  distress 
.«.'itl:  tlicir  jlii  I'lren  throuqVi  hctlin;iJ. 

•  ;     M,ik</   iv-iilabb;  to  all  childrcri  ht.'alLl;  and  rrcntal  hnalth  well  child 

•  •t:t.  ,   di.a.;.if;^;i  r.,   jnd  t  riMtnu-rit. .     Chiltiron  who  ar*.'  sick  or  haniUcuppod 

)     r.oro  Vvilnt-'r.iblo  to  "'.Iju.se . 

I;     "aV.''    iva  i.  1  .tblc  <  Tit' r' jeiu:y  honemaker  and/or  child  care  ii'^rvic::;  to 
J  iiv  1  1  I  cS   i:\  '.T  i  y>  i . 

f  i;.hK;c  sorial  isolation  by  i.i.ikiiiq  universally  available  i^nch  avenues 
ft   .i(:!»'Sf;  L«:  otht-r  p-Mopb-  Ar.  t*?l •.•phones  and  public  transportation. 

!0     ruf'i'ort:  'jxiLilmq  vomniitiity  in^'t  itutions  v.uch  aii  churches  and 

V' ip.'jr. ' ftv  1      -/.at  ions  t  ^.in  offer  rmpport  and  a  setis^i  of  c-amniunit.y  end 

I.:   ;fr;;onal  valu*":  to  th'jir  ri'.;ribt*rship. 

i)     Ki  i'OW.-.-r  woriv  r..     Acknowli.,r,iqc  the  extent  to  which  s*'">'ual  dominance 
.iti.i  i ;ubt.vrv:t.>t).-<;  r  inif  ies  l>oth  in  th*.'  obuyo  of  women  and  children  and 
;  rtift;,5-.ional  ^:etl:inq:;  wIktc  nale-dor.inatod,  symptom-or ionttj'i  pro- 
ions   (redi-ci      ,   fsurqery,    law)   l.old  rway  over  profession';  cor.jx>:-f's< 
:nii':lv  of  W'^jnen   iGccial  work,  nursii:^',  child  care). 
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])     H.':i:c)vi.-  t»ic  sti^ini  iron  ^ottiru;  help  wLtli  family  prohlonb  by 

ili-t-.i  ;hi  [I'l  i'iot.:':MV»:  :.i.rvice  praqrams;  from  public  wolfarL-  aqi-'ncit-'i; . 

Al.iridor,  tli.-  }it,.i'/ily  vMlue-laiU'n  noneiiclature  of  "the  bartered  child 
.ynJrDi;-.' ,  "  "child  abut.*.*,"  .ind  ''child  n(.'c;luct"  in  favor  of  a  broader 
u.ii  'n.>ft;  Ja,t:..iti"  ..■■..iict.-i't  i OH  of  childhood  KOcial   illness.  Increase 

V.it:  ;,'.'nsi  tivi^y,   t.  irr-li  iit?i.s,  'Hid  competi'ncy  of  medical  and  social 

v:.jk  j.ia.-r  iL-ir. 

K)     rxj'.uid  {i.l.U  :  .ivvarr.Mit'SN  :)i  tho.  qru.it  prev.il<:nce  ot  child  abuso 
AUd   ioir-f:;!  jt-  vi  >l"ni:i',   .'iid  di  s  i  ;!:(.;r:iljli;  the  convi.-ntional  wifidoma  atr.arh- 
iiui  child  .ibuse  to   Ji.'Vjant:  and  miiunir,   individuals  and  <jroupy,  placinq 
«.-t:^[  h!-.iii J  on  the  r-.-ality  that  the  potential  for  violence  ii;  in  all 
r  !  via,  .inf!  i  rinrity  on  incJividual  and  social  action  to  intervene  when 
V  iolence  oi.-curr; . 

ill  .  rh'i  "c.'A-rcJi:-..i'-(?d  luc.cretionary  R(j5;»--ar«;h  Fund"  affected  research  on 
IT'--.'.,  rit  lor.  an;'.  trr.»t.:nunt  tjf  ,:hild  abu:u*?    What,  would  your  research  r.icom- 
J,it.  b..>V 

I  l.eli-v-«  t.hat  there  imiGt  be  a  separately  allocated  and  adnir.istered 
■i   iiul  dt-r.oii^.  f:  r  it.iiir.  progr.in,  as  rw»r.datt-'d  in  tlie  st.itute.     By  incJudir.u 
Id  jTevvntion  and  treatment  research  monies  ir.  the  qer.aral  pool  in 

y'  t  ht   Asm   t  itit   'ii.  i.retary  for  Hunan  Development  Services,  th-i  ix-n.: ri:ir.on<, 
r*.   in>i  iiun.iri  :;.-tvK-i.r.  has  successfully  vitiated  the  researci  prcrrram  of 

,m)       Iter  t^ri  Cliild  Abuse  and  Neqlect.     There  is  sharply  les.i  .ncnoy 
le  i.il  l  jbu;;t.>  research,  and  no  longer  are  full  ar.d  -ompltte  proposals 

;  o:  )iiTht  ;.t   i:.>r,[n;rn  ho.\.T,^j  ^solicited  from  researchers  in  the  field, 
r.  :rv  v  i  •  w .   is  ,i  t.  ra-p.-dy  ■  i  n  liijht  of  the  qreat  needs  for  knowledge  a.'.d  the 
'junn-i  of  money  which  are  cotrjnitted  for  service.^,  most  of  which  are  not 
id,  .u.d  n-iiiy  of  which  could  b*f  imr^roved  by  knowledge  gained  from  d  coherent 
1 1  .ind  (lL-mcrii;t:at.i(in  {.rogram.     Addi  *.  i  ona  1  ly ,  a  whole  new  research  priority 

be  ,irti-u:atvd  and,   in  my  view,  to  be  guided ■  by  useful  cliniC'il  research. 

r>.T-^:.dar.  Loii  would  bt;  to  define  with  clarity  a  separate  research  mand."ite 
■  t.Mtionai  Onitrr  on  Child  Aburjo  and  Neglect  and,   further,  to  stipulate 
ti;vi';-,'d  :,t.irvjt<    i  coordination  of  these  i   search  artivities  with  those 
:;.tMon..l   Ir.:;t  ;t:.u"c  of  Mental  ''-zi-ilth  and  tne  national  Institute  for  Child 
,it.d  MJHiri      vvlopp.'Mit.     L'nfortua.itely,   these  three  important  agencies 
*:  i.iic  e. IS  fully  b<.-'}n  .i:>le  to  coll.dxjrate  in  supnort  of  the  research  agenda 
1  V:  .ibi;«;-. 

u.  -y  view,   IS  ir>t  for   icy  w.int  of  doing  so  by  tiie  staff  of  the  National 
■  i.  L  :,il  1  /vlju-t:   ind  :ii«ql<'  t.     It  has  rather  to  do  with  the  extent  to  which 
iv  ic.;.    .ui-c:v;.vl  in  tlie  TiiMf^  bure.uicracy  and  lack  of  priority  given  to 
—rivc  :'>  ;"iT       pro'jr.m  on  child  abuse  by  the  pa^.t  and  present  admini- 

Tt     ,;ri  «'u:.ily  be  uhaivTed,   as  I  know  that  tliere  are  excellent  r^ints 
«>  ir.  S)t.h  MCHD  iUv .  Peter  Vieti:e,  DireKT^or  of  the  x;*cntcr  for  f^esearch 
i:id  C!:ildren)   ml  a':  yi'/.U   (Dr.  Sal-cem  Shah.   Director,  Center  Cor 
Criinc  and  i  '  i  i  pa-ncy)  . 
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r.i i  v..  :;owht,'rt?*.T,  m-d. 
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BnitEd  States  Senate 

COMMITTEE  ON  LABOR  ANO 
HUMAN  RESOURCES 

WASHINGTON.  DC  20510 


April     !'4  ,  1^H3 


Pr  .   H.ir-r  i-'t  t  M'/Ai)<u) 

I  r      i  S'-.of  ot    Sfx:  I  J  1   p*' search 

ot    S(?c  1  v5  L  Work 
Ifi  ^-1  fiJ   i;n  1  v«'  r-s  I  r.y 

I II  ■>!  I    Dr  .   Mc  Ailno  : 

K'.  iiir.  you  vt-ry  much  tor  your   i n torina t i vu   tostiinony  boforo  the 
Si       vniTi  1 1  irM'  on   Kcin  i  1  y  and  IhJinan  services  on  March  2>\  on  the 
ropi'-  or   "Thi?  Hrok<,'n  Family:   Httt'cts  on  Womon  and  Men."  Your 
:,t  ,M 'i-i.-nr    will   be  mor.t,  useful   to  tho  Subcommittuo  as   it  continues 
It';  '.t  vnty  <  'I    V  t>e  causi^s ,  of  tectr, ,   and  poss  iblo  romod  ios  to  tho 
f      I  I  y       ''.iKdown  cr  1 1">  i  s  . 

•1  would  apt>reciato  it  if  you  could  provide  answers  to  the 
t  1  li  ,w  1  ti(j  (iu.MU.10n5;  for  Inclur-ion  in  the  written  record.  The 
t.'.-.'t  1  will   be  held  open  tor  ten  days  so  that  you  may  prepare 

■j  >  •  i.i  r"   .in  5;wi'  r' s  .  ' 

1,     (;n   Uii'    Kist   patu'  ot   yr.ur  ?^it.Uement.   your  recommend  that 

;(>vf  trine  nr.  adopr   pollcie:;;  that  roinforce  rather  than  disrupt 
.'■\i.;Mn:;   su; . :  >  f  t  i  ve  networks  of   the   farnilies  ana  community 
itK.t  It  ut  10ns  t  hat,  have  been  helptul   to  women.     Can  you  give 
r.f  r.orie   r:)e*- U  lc  recommendations  as  to  what  you  have   in  mind? 

Ivit  in.)   thr-  March   ?2  hearing  on  tho  effects  of  family 
S.r  •.Mki'.i^wn  i>n  i:hildren,  wo  heard  some  sobering  .testimony  of 
t  tM"  ^'tl'.'Ci^.  or  divorce  or  father  absence  on  children, 
j.it  t  icul<jriy  ;  syctJoUHjical   effects*     Testimony  Inculcated  that 
th"  <'tl.,*c-is   rar\i;e   t  rom   rage  over  desertion   to   low  motivation 
and   low  se  1 J -est'.-'-'n ,   apathy,   and  an   inability  to  defer 
imn.'Ciatr'  g  rat  i  f  loa  t  ton  .      in  addition,   boys  without  fathers 
,ir   h(  :ri»'  .'Xi.^.'rienci.-  a  greater   liklihood  of  ijexual  identity 
J  rr)t;l.,'n:^    i  ti    later   life.     Girls  who   lose   their   fathers  by 
.iiv'^r','  ar-'  nijre    lik'^ly  to  become  sexually   involved  in 
.:.*i<>l.s(-ence   than  ar<.'  other  girl^.     Yet  you  say  on  page  five 
';t   your  written  statenent  that   "economic  security   is  more 
itrgi.^riar.t    t       et  t  ect  iv«.'  parent  ing   th  n  the  actual   presence  or 
.IP;;,  niM'  nj    any  on»'  par^-nt,"   suc)g<?sting   that   ..inanc,i.al  status 
i:;  ITU. re    inporr.mr    to  the  character  and  psychological 
d.'.'"  l(-;.n.'nt    <.|    .1  child   th.m  a  relationship  with  two  parents, 
f  -iM   you  I'laru^ratf?  on  that? 
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3.     [.et  mo  ask  yuu  to  comtnnnt.  on  a  quotation  from  Sexual  Suicide 
by  George  Gilder: 

Doubly  corrosive   ir.  money  that  goes  to  women  under 
conditions  that  deter  marriage.^   Our  welfare 
program  —  particularly  Aid  to  Fam*llies  with 
DopfcTd'-nt.  Children  (AFDC)    is  tragic  because  as 
currt'ptly  designed,   it  promo te??  soc ia  1 
disinti'gration  . 

DO  you  hnvi*  «iny  suggestions  on  how  we  might  better  distribute 
our  w»*lt<jre  benefits  to  those  who  need  them  most,  while  not 
making  receipt  ot  benefits  contingent  upon  the?  father  being 
absont? 

My  colleagues  and  I  appr  «?v"  i  ato  your  time  and  effort  to  give 
the  Subcommittee  the  benefit  '.^i  your  views  on  this  vital  issue. 


(NOTK:  Thr»  Conni tt of?  had  not  received  any  reaponr.e  to  the  questions 
ivr«»rrfvJ  to  by  thf  tine  the  herirlnf:  record  went  to  press.) 


With  kindest  regards, 


JEREMIAH  DENTON 
rmited  States  Senator 


JAhrna 


f;nc  losiiros 
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DUMMClU*  ML*.  CUU10W<  >tU. 

Otjwoow  ^  MUMxtr  UK  r>«MAa  r  likOLTtOil  wo 

JOW^  lUT  Mc  CxallO^aj  MOO  COM 


Bnittfl  States  ^tnatt 

COMMITTEE  ON  LABOR  AND 
HUMAN  RESOURCES 

WASHINGTON.  D  C.  20610 


April   14,  1983 


MS .  Conn ie  Mai let t 
Pres  idont 

Parents  Without  partners 
International  Off  ice 
7910  Woodinont  Avenue 
iiethesda,  Maryland  20814 

Dear  Ms.  Mallett: 

Thank  you  very  much  for  your  informative  testimony  before  the 
.Subcommittee  on  Family  and  Human  Services  on  March  24  on  the 
loplc  ot  "The  hroken  Family:   Effects  on  Women  and  Men."  Your 
statement  will  be  most  useful  to  the  Subcommittee  as  it  continues 
itr.  study  ot  the  causes,  effects,  and  possible  remedies  to  the 
tamily  breakdown  crisis, 

I  would  appreciate  it  if  you  could  provide  answers  to  the 
following  questions  for  inclusion  in  the  written  record.  The 
record  will  be  held  open  for  ten  days  so  that  you  may  prepare; 
your  answers, 

1.  Among  those  members  of  Parents  Without  Partners  who  chose  to 
be  divorced,  do  you  find  many  feelings  of  -egret,  many 
feeling  that  they  perhaps  did  not  realize  before  divorce  how 
servous  the  consequences  for  them  would  be? 

2.  Co  you  have  any  suggestions  for  how  we  might  improve  the 
collection  of  child  support  payments? 

3.  Whnt.  would  you  ident'fy  as  the  leading  cause  of  the 
extraordinary  divorce  rate  ^hat  ouj.   society  is  experiencing 
today?     What  has  rfappened  in  our  society  in  the  past  decades 
to  make  this  problem  so  ser:ous,  with  women  bearing  the  br  mt 
ot  the  effects  of   family  disintegration? 

My  colleagues  and  ]  appreciate  yo  r  time  and  effort  to  givt 
thf.'  Subcommittee  the  benefit  of  your  views  on  this  vital  issue. 

With  k  indest  regards , 


JAD: na 
Knc  losuros 


JFRTMIAH  DEUTON 

Un- ted  States  Senator 

IT"  ]i 


not  reccivcri  any  f'T-pr^nJ^c  t,ti  the  quet:!  lonr; 
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AMERICAN  BAR  ASSOCIATION 


GOVERNMENTAL 
AFFAIRS  GROUP 


STAFF  DiRECWFt  FOR 
CiOVfP^MfWrAL  LIAISON 
Critg  H  EisaO 

STAFF  DIRECTOR  FOR 
BA«  LiAlSON 
K»vvi  J  DfWCOfl 
STAFF  DIRECTOR  FOR 
MfMOffl  LIAISON 
(f»ne  R  EmMMi*^ 

Ltcir^LATrve 

COORDINA  TOPS 
liUiMTt  B  Gukin 
l)«n(M  A  Cwdrrwi 
STAFF  DIRECTOR  FOR 
ISf  OnMATiON  SERVICES 
Ppggy  A  Rcrilsr 

kVASH/ZS  Jfi;*/  LETTER 


laOO  U  STREET.  N.W..  WASHMOTON,  OC  20OM^i8M  TEL£PHON£:  (2QC)  33V2200 
WRrTEfl-S  OinECT  NUUSEn:  331-2214 


April  20.  1983 


Honorable  Joreraiah  Denton 

Cha Irroan ,  Suhcomral ttee  on  Faml ly 

and  Human  Serviced 
Coniinitcee  on  Labor  and  Human  Resources 
United  States  Senate 
Washington,  D.C.  20510 

Dear  Mr.  Chairman: 

Thank  you  for  the  opportunity  to  submit  our 
comments  to  you  in  connection  with  the  April  11,  1983 
hearings  before  your  Subcc:nmittee  concerning  reai  :h- 
oriz.ition  of  the' "Child  Abuse  Prevention  and  Treatment 
Act."    We  submit  this  letter  for  the  record  of  those 
hearings . 

The  American  Bar  Association  supports  the  reauth- 
orization of  the  Act  and  believes  in  the  need  for  the 
federal  government ' s  con tinued  Involvement  in  the  pre- 
vention  and  treatment  of  child  abuse  and  neglect. 

In  1980  the  Association  adopted  a  policy  urging 
"the  Congress  of  the  United  States  to  support  extension" 
of  the  Act,       Since  that  time,  the  Association's  concern 
for  the  maintenance  of  a  highly  visible  and  productive 
federal  role  in  this  field  has  become  greater  than  ever. 
The  recent  tragic  increases  in  onrious  physical  abuse 
and  related  child  fatalities,   the  widespread  cutbacks 
In  state  and  county  child  protective  service  agency 
staffs,   the  growing  awareness  of  previously  imderstated 
forms  of  child  abuse,  such  as  sexual  exploitation ,  and 
a  host  of  other  factrrs  have  conv'ti'ced  the  Association 
that  research  and  deinons trat ion  programs  must  continue 
at  an  accelerated  pi.ce  to  address  these  problem  areas . 
because  these  problems  are  nationwide  in  scope,   it  is 
incumbent  upon  the  federal  government  to  provide  leader- 
ship in  seeking  solutions.     While  individual  s'^tes 
must  continue*  to  respond  to  the  problem,   federal  direc-. 
tion  and  oversight        necessary  to  help  minimize  dupll  ■ 
cative  research  and  .demonstration  proji;cts  ahd  assur^ 
that  child  abuse  funds  are  appropriately  targeted  and 
prudently  invested. 
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M    K',' i Kit  i  on  roauthori  iting  tha 
itu'  Tn-'aMiu-nr.  Act    i  ii  l  ikely  to  contain 
placmr  n.-w  r.-chnic-al   ar.  s  i  s  t  anco  rcspons  ibi  1.  i  C  ios 
Naricnal  Conu-v  on  Child  Abuse  and  NL>j;,luct  and  new 
ti.-ative  rusponsibilitic'ti  on  stnto  and  county  child 
•r'.'vc  art'nciur.  regarding  casoa  of  now^om  handicapped 
v,.n  doniod  ir.edical  or  nutritional  care,     Ba-^ed  on  four 
\,i  VP*''  wMh  i-hild  prorecCive  service  agencies,  we 
i.cnc-irs  '.vill  need  considerable  technical 


l  ',,  ■■.\\.\  :  IV..,  M. 
!  il    A'".l:-  »•    I* !  I-  veil  r  i  I  >tl 


'.t  uu.-  and  fit;.LTLial   -uipport   to  effectively  vvnplen^enC 
,u  /ivspunsibilities.     We  therefore  urge  you  to  increase 
..,:rhori::'irinn   level  of  the  Act   rn  assure  "^^^^J /.^^J^^f.^S'  ^ 
u'W  ihi'ifs  do  not   interfc-e  with  the  child  proceccivc 
ilrcady  ovo  rwh..- Imini;  obll-atlons  to  help  mnltreaccd 

idd'tinnal  evidence  of  the  need  for  increased  funding; 
Act     we  hep.:   I. hat  vou  will  consider  the  fact  chat.  At 


cb.  i  1  dr»j 


A:, 


rv   till'  Act      we    ncipi:    i-nat   vuu  wiii.   >-..'i..iJ.—   ■-    -  -. 

r...;..nt     f.cven  stit.es  do  not  qualify  for  scace  funding  undor 
'."ac-'     [f  ''">  the  next  vjar  they  do  become  eligible,  as  tn 
il-'-U-.i-.-ition  hopi's.   this  will  reduce  the  already  meager 
'T-'>  o'-  f'.ndinr  each  pr.rticipntinK  ytace  is  allocal;ed. 
ru.r.-forc  riKo  urj^   you  to  substantially  raise  ^^c  Act  s 
.•v'in-  le"f^   >-.o  that   the  sr.ites  will  be  better  able  to  deal 
*■      the^e  problerns  throuch  Lhcit  child  abuse  block  grant 


■..-1  »(• 


■V„rld  vot.r  [■•lulconmirtee  desire  additional  infomvition 
>  mm"  r-r  Assn." ion'-  position  and  "vork  In  the  area  of  child 
t    m<l  ni-j'U'c-     -lea-^e  feel,  free  to  call  upon  Howard 
:        i-.n;     cVrictor  of  fhe  Association's  National  Legal  Resource 
Ci'nttT  !or  ChiM  Advocacy  and  Protection,   a  program  of  our 


tou: 


Divisio:.".  nl;  ?31--2r-50.     VJo  thank  you  and  the 
,,f  tlu/  :;ubcomnittec  for  your  leadership  in  this  area 

Sincerely, 
Robert  D.  Evans 


!■'•)::■  ta:n 

ctv     Mi".nhL.r:;  of  the  ConaTiittce  on 
1  abor  and  Muman  P.ecuurces 


472 


467 


KK:.fPN^K.-,  nl-  Mj;    ( '  j  .A  f{  F  V(  l    K.   !(()I)(;KS.  ( 'nMM  ISSh  >NI- 1(  KoK  ( 'fUI.OKKN.  YoL'lH  ANH 
I'aMII.IKS,  Iu  C^l'^-'-^TK^NS  SUHMnTKI)  BY  SkNAToK  DaliU 


1.       Question:  A  50-State  phone  survey  conducted  this  past 

Jarjuary  by  tne  National  Committee  for  Prevention  of  Child  Abuse 
rcw^i-alei  a  big  jump  in  reported  instances  of  child  abuse, 
5?jH--ci  f  I  r .iJ  1  y  of  severe  and  fatal  cases.     The  riliniber  of  deaths 
from  )'Hyl   to  1982,   for  example,   rose  by  some  44%. 

(a)     l-\  your  testimony,  you  assert  that  "nothing  challeges 
u.s  moie  for   the  future  ctrength  oT  our  nation's 
tai.ii  1  ies"  man  the  prevention  of  child  abuse  and 

neglet:-  . 

G'ven  the  t;kyr  ocket  i  ng  of  child  abuse  deaths  and  your 
^1  ^ ^. Vj^  commitment  to  prevent  ing  such  deaths ,  how  can' 
yo:.  requL*sL  only  1  3vel  ,f und i ng  for.  this  program? 

/■''i^^v/er:  The  Child  Abuse  and  Neglect  State  grant 

provji;  am ,   tc:   which  we  are  asking  level  funding  in  fiscal  year 
J'>ti4,   i:i  noi   the  only  program  directed  toward  strengthening 
:^fat»}i\*   capcj.ri  t  1  er>  to  deal  with  child  abuse  and  neglect.  The 
I^rincipal  sc^irces  of  support   for  direct  services  from  the 
KG'i-ra;  gover.iment  are  in  the  Social  Services  Block  Grant 
progran  rr.J  Title  IV-B  of  the  Socidl  Security  Act,  which 
stipport    Jirpct   child  protective  services.     In  addition, 
pro<jranis  such  as  Head  Start   and  the  Runaway  Youth  program  can 
provide  services  which  serve  a  preventive  function.     In  keeping 
with  •  ,e  Piesident's  policy  of  fiscal  restraint   in  Federal 
rrot.-    iis,  we  will  use  the  current  level  of  funding  for  the 
Child  Abuse  and  Neglect  State  grant  program  as  leverage  in 
fojusihg  resources  from  other  Federal,  State  and  private 
sources  on  mct-'ting  the  problems  of  child  maltreatment. 

In  addition,  we  would  note  that  the  great   increase*  in 
r  fipor  t  i  ng  is  one  indicator  of  the  success  of  Federal,  State  and 
locul  t?fforts  to  increase  attention  to  this  national  problem. 


2.       Question:  Given  recent  disturbing  evidence  of  a 

coi'ielation  between  child  abuse  and  parental  unemployment,  what 
is  Ihe  Office  for  Human  Development  Services  doing  to  look  into 
thio  problem? 

(a)  Have  you  formulated  any  specific  initiatives  to 
prevent  and  treat  child  abuse  arising  from 
unemploymen  t? 

(b)  Have  you  awarded  any  grants  to  examine  this  problem 
and  possible  remedi  es. 

Answer:      The  National  Center  on  Child  Abu«e  and  Neglect 
is  engaged  in  an  in-house  analysis  of  correlations  between 
levels  of  upemployment  and  child  abuse  reports.     On  a  national 
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basis,  correlations  are  not  clear  between  t^hese  two  sets  of 
statistics;  on  a  county-by-couniy  basis,  correlations  are 
inconsistent.     We  believe  that  other  indices  of  economic 
stress,  such  as  levels  of  employment  and  instances  of  \ 
large-scale  lay-offs  within  communities,  may  in  fact  be  more 
closely  linked  to  child  maltreatment  than  unemployment 
statistics.     We  are  continuing  to  monitor  information  pertinent 
to  this  relationship. 

Meanwhile,  many  of  the  prevention  programs  formulated, 
supported  and  disseminated  for  replication  by  the  National 
Center  on  Child  Abuse  and  Neglect  are  relevant  to  helping 
families  manage  increased  stress  whatever  the  cause.  These 
include  information  and  referra.^   to  community-based  family 
services,  telephone  stress  counseling  services.  Parents 
Anonymous  chapters  and  other  forms  of  parent  peer  support 
groups  and  parent  aide  programs.     The  fact  that  the  source:>  of 
stress  may  be  economic  does  not  change  the  techniques  provided 
by  such  programs  for  coping  with  it  in  families  at  risk  of 
child  abuse  and  neglect.  ^ 

We  have  a  continuing  grant  relationship  with  the  American 
Human  Association  to  provide  assistance  to  the  States  in 
collecting,  analyzing  and  using  statistical  data  on  reports  of 
child  abuse  and  neglect.     This  grant  projecU  has  taken  on  a 
related  task  of  analyzing  these  data  in  light  of  changing 
economic  conditions  in  the  States. 

3        Question:  You  mentioned  that  you  support  the  language 

of  S     1003  focusing  special  attention  on  protecting  severely 
handicapped  infants.     You  further  state  that  you  can  increase 
the  efforts  of  Health  and  Human  Services  to  "O^J^^with  the_ 
States  on  this  specific  problem  without  any  additional  funding. 

(a>     How  do  you  plan  to  do  so  without  cutting  back  other 

HHS  projects  designed  to  prevent  or  treat  child  abuse? 

Answer-  An  analysis  of  State  child  abuse  and 

neglect  reporting  laws  leads  us  to  the 

necessary  legisla*  ve  frameworks  are  in  place  within  all  States 
to  deal  with  prottwtion  for  severely  handicapped  infants  within 
currently  existing  child  protective  service  systems.  We 
believe  that  we  can,  for  very  little  expendituie  of  program 
funds,  develop  appropriate  suggested  procedures  for 
consideration  and  adoption  by  the  States,  which  will  cj^^jfy 
roles  and  responsibilities  specifically  related        P^r^^^?^J,°"  ^ 
of  severely  handicapped  infants.     Such  a  process  should  involve 
input  from  medical,  child  protection  and  legal  experts. 
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resultiny   in  j  ut'l   oi  recommended  procedures  which  can  be 
supported  by  state  child  protective  service  agencies,  the 
medical  field  and  the  judiciary.     This  process  will  not  require 
exp€*nditure  of  funds  for  research  or  demonstration  activities. 
Thus,  it  will  not  result  in  reductions  in  our  other  efforts. 


4.      Question:  How  will  recent  proposals  to  reclassify 

and/or  reorganize  certain  employees  in  the  Office  of  Human 
Development  Services  affect   the  administration  of  the  Child 
Abuse  Prevention  and  Treatment  and  Adoption  Oppor tuni t ieS-  Act ? 

Answer:  We  do  not  expect  that  either 

reclassification  actions  nor  an^'  of  the  reorganization 
proposals  under  consideration  will  adversely  affect  our  ability 
to  administer  these  two  important  programs  effectively. 


5.       Uuestion:  How  has  the  coordinated  discretionary  funds 

program  improved  the  integration  of  tTargeted  child  abuse 
treatment  and  prevention  services  with  other  social  services? 
Will  you  provide  n»e  with  a  listing  of  all  grants  made  for 
?Y  1981,   FY  1982  and  FY  1983  for  work  on  child  abuse? 

Answer :  Discretionary  funds  appropriated  through 

the  authority  of  the  Child  Abuse  Prevention  and  Treatment  Act, 
as  amended,  have  continued  to  be  managed  as  a  separate  priority 
within  the  coordinated  discretionary  funds  program,  in  keeping 
with  the  Act's  provision  that  all  such  dii;cretionary  activities 
shall  be  carried  out  through  the  National  Center  on  Child  Abuse 
and  Neglect.     In  fiscal  year  1983,  NCCAN  funding  availability 
was  included  in  the  coordinated  joint  program  announcement 
published  in  the  Federal  Register  on  December  1  ,  1982.  Becai^se 
NCCAN  funds  have  not  been  made  available  for  extensive  joint 
funding  activities,  however,  we  only  have  a,  f ew  exampl es  of 
actual   integration  of  targeted  child  abuse  treatment  and 
prevention  services  with  other  social  services  through  this 
process,  and  those  examples  are  programs  managed  by  the 
National  Center.     They  relate  specifically  to  protection  for 
devel opmen ta lly  disabled  children  residing  in  residential 
institutions.     While  findings  from  these  projects  are  not  yet 
available,  having  been  funded  only  in  September  1982,  we  can 
state  that  the  pooling  of  program  funds  and  program  expertise 
to  address  issues  of  common  importance  to  more  than  one  of  the 
populations  served  by  the  Office  for  Human  Development  Services 
holds  promise  of  providing  useful  program  models  for  the  field 
of  human  services. 

We  are  attaching  a  listing  of  grants  awarded  in  fiscal 
years  1981  and  1982.     With  the  exception  of  the  1983  award  to 
Parents  Anonymous,  executed  in  February,  other  awards  for 
continuation  and  new  projects  are  currently  under  review  and 
are  scheduled  to. occur  in  June,  July  and  September. 
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6.       Question:  Vou  relet   to  data  showing  that  many 

neglected  and  abused  children  are  not  known  to  local  child 
protective  services  but  are  known  to  educational,  medical  and 
mental  health  professionals. 

.(a)     What   is  the  source  of  your  data? 

(b)     How  do  you  plan  to  help  make  such  children  known  to 
local  child  protective  agencies? 

Answer;  The  soucce  of  this  information  is  the 

Findings  of  the  National  Study  of  the  Incidence  and  Severity  of 
Child  Abuse  and  Neglect,  conducted  by  the  National  Center  in 
1979  and  1980.     Concurrent  with  that  study  and  subsequently,  we 
have  broadly  disseminated  profession-specific  publications, 
training  materials  and  other  information  aimed  at  helping  such 
professionals  to  recognize  child  maltreatment  and  to  know  their 
mandated  duties  to  report  known  and  suspected  cases  to  child 
protective  service  agencie?:.     In  addition,  Wie  have  awarded 
grants  to  health  and  medical  agencies,  mental  health  agencies 
and  law  enforcement  agencies  for  different  services  related  to 
child  protection  and  child  abuse  and  neglect  prevention  and 
treatment.     As  a  part  of  each  such  grant,  we  have  required 
certification  of  coordination  between  the  grantee  and  the  local 
protective  services  agency.     In  Fiscal  Year  tl933  ,  we  intend  to 
use  discretionary  funds  to  address  linkages  between  child 
protective  services  and  public  schools  to  ensure  better 
reporting  and  mutual  support  between  these  two  community 
agencies. 


7.       Question:  What  efforts  have  been  made  to  update  the 

first  national  incidence  study  in  light  of  the  recent 
skyrocketipg  of  reports  of  abuse? 

Answer:  While  we  have  not  undertaken  an  update  of 

the  national  incidence  study,  we  are  working  out  ways  of  using 
reporting  statistics,  which  we  do  collect  annually,  as  a  basis 
for  projecting  trends  in  actual  incidence  and  severity.  The 
development  of  such  plans  will  form  the  basis  for  an  ongoing 
study  of  incidence  and  severity. 


8.       Question:  What  specific  new  private  initiatives  are 

you  planning  with  respect  to  prevention  of  child  abuse? 

Answer:  An  initiative  which  will  begin  in  fiscal 

year  1903   is  demonstration  of  programs  to  support  families  in 
and  through  tne  workplace.     We  expect  to  award  several 
demonstration  grants  to  human  service  agencies  which  can 
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provide  matching  fundo  from  private  corporate  sources  tc  use 
already  tested  prevention  approaches,  such  as  parent  aide,   ^  ' 
parent  education  and  parent  peer  support  programs,  in  the 
context  of  parents'  plaaes  of  employment.     A  second  1983 
initiative  is  the  Sixth  National  Conference  on  Child  Abuse  and 
Neglect,  scheduled  for  September  25-28,  1983,  in  Baltimore, 
Maryland.     Rather  than  sponsoring  this  conference  as  a 
unilateral  Federally  organized  even'.,  the  National  Center  has 
enlisted  the  cosponsor ship  of  16  national  professional  and 
voluntary  organizations.     These  private  organizations  have 
discrete  program  planning  responsibilities  for  the  conference 
and  will  be  a  part  of  its  platform  leadership.     We  believe  that 
the  opportunity  that  this  conference  affords  for  increased  ■ 
professional  awareness  and  cne  exchange  of  program  ideas 
enhances  the  field  of  prevention  of  child  abuse  in  general. 
Finally,  we  are  now  engaged  in  a  process  begun  in  December  1982, 
to  enlist  private  professional  and  voluntary  organizations  to 
work  with  the  National  Center  in  dissemii    tion  of  prevention 
program  models  focused  on  support  to  parents  of  newborns, 
especially  those  suffering  illness  or  congenital  impairments. 
This  effort  is  a  follow-up  to  a  demonstration  program  involving 
eight  projects  focusing  on  prevention  support  at  the  perinated 
stage  funded  by  the  National  Center  in  fiscal  year  1981.     ■  / 
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PAHEKT8  ANONYMOUS  OF  ALABAMA,  INC. 


Poit  Otf(C«  BOK  2ft3a       Anniitoo.  AUtMma  36202       (206)  230863  J?  J     6  O  9 If 


April  26,1983 


S«nfttor  Chrlatopher  J.Dodd 
U.S.S«Dat« 

Waahlngton,  D.C.  20510 

Dear  Senator  Dodd. 

ThrnJc  you  for  nendlng  i&e  the  queatlona  about  tht*  lBp<^rtance  of  federa?. 
seed  money  for  child  abuse  pro,?ra«B  and  funding  for  specific  projecta  for 
aexual  abuae.    Theae  areas  are  of  great  concern  to  me,  repreacntlng  *8  - 
do  not  only  tha  state  of  Alabaaia,  but  also  th  m?re  local  '.rea  of  Calho\m 
Cotmty. 

In  answer  to  your  queatlom  on  hov  Important  federt*  seed  money  Is, 
let  me  nay  It  Is  ycry  Important  indeed.    It  Is  probably  a  matter  of  life 
or  death  for  some  of  the  analler  agencies. 

I  have  found  after  working  In  Parente  Anonyooua  fcr  four  and  one-half 
years  that  even  though  you  dc  get  private  contrlbutlonn,  and  alnoet  everything 

done  by  Volunteers,  there  comes  a  time  when  only  otable  funding  will  help 
with  s»e  project  or  problem. 

In  ovur  local  »ork  In  Calhoun  County  we  h-s-^e  over  200  volunteers.  I 
co'jTtted  over  20,000  volunteer  hours  from  our  support  group  In  19fl2. 

This  Includes  volunteers  on  our  2ii-ho\ir  phone  line,  eight  to  ten  people 
each  week  In  child  care;  seven  professional  people  serving  aa  counselors;.  2^ 
board  members;  then  the  people  who  provide  transportation;  the  teams  of 
puppeletra;  the  15  member  publicity  group;  the  people  who  teach  oxir  parenting 
clasoea;  the  office  volunteera;  the  list  Is  endless. 
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All  of  the  peoplB  are  wrirkliy?,  but  we  otUl  cannot  n&naife  without  paying 
for  the  pttjtir.  publicity  maturlnla  ar«d  printing,  poatiige»  all  of  the  oupplles 
tiiat  keep  an  organtiatlon  going. 

On  the  State  level  we  hayj  been  layliK  the  g'-X.undwork  for  new  Farenta 
Anonyaous  ciwptera  since  October  of  1981,  and  last  year  we  were  able  to  start 
threa  new  chapters  with  our  volunteer a.    But  It  le  only  alnce  we  received  a 
grant  from  the    Alabama  St«te  r*partaent  of  Penalona  and  Security  la  December 
of  1982  (which  caae  through  N  C  C  A  N  )  that  wo  are  really  getting  off  the 
gromU . 

With  this  money,  $32,500,  we  were  aole  to  hire  a  siate  director  and  aet 
up  a  Qmall  atate  office.    Now  we  are  getting  calla  from  all    over    the  state  • 
for  help  In  atartliig  chaptera. 

Our  new  director  has  already  been  to  Mobile,  Jasper,  Montgomsry,  Pledaont, 
Mmlngham  and  this  week  will  be  In  Dothan,  Otark  and  Enterprise. 

We  have  calls  In  now  froo  five  other  counties  whlc>i  she  will  vls5.t  ooon. 

You'll  be  lnte*'ested  to  know  that  Kappa  Delta  ,Sorolty.  has  raised  money 
for  a  WATS  line  for  our  office  and  has  had  It  luRtalled  and  will  fund  It  for  a 
year,    ("he  seed  money  has  sprouted  her el ) 

Again,  let  me  say,  federal  seed  money  la  very  iaportant . 

To  your  second  question  as  to  whether  more  federal  seed  money  should  be 
directed  to  fund  pro.lectn  specifically  focused  on  sexual  abuse:  I  feel  very 
strongly  that,  you  <jhould  direct  more  seed  noney  towards  aezual  abuse  projects. 

One  of  our  top  priorities  should  be  a  National  Public  Awareness  wirt  * 
Education  campalicn  about  riezxial  abua.- 

The  Natlo'.ial  Ccnalttee  *Xor  the  Prrfventlon  of  Child  Abuse  said:    "  People 
won't  do  anything  about  a  problan  until  they  Itxtw  It  exists.    With  more 
education  and  treatment  programs^  more  indlvlduala  would  seek  help  for 
T  ^elE8elve8. 
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•  Thu  «r.-<«teflt.  olmurlc  U  j-r-ventLft"  aiid  Vr«itln^    eexual    abuae  la 
(Socle*./)." 

Aa  yru  I  lire  In  the  "ConBcrre  tWe"  South,  but  orcn  here  w  *rf»  brlnglnR 

iMxistl  ibuae  out  of  ibQ  cloaet. 

Last  fall  our  child  abuec  scalnar  at  Jackiwnvlllc  State  Unlveralty,  vhlch 
«e  Bpow>or  with  the  Ue<llc#l  A«ct.cJoo  In  the  ccmrinlty,  dealt  altogether  Tlth 
tiir  varloua  aopeclB  of  aexual  abuoe  and  Incest.    Then  »lth  oui-  parenting 
claflM*  and  the  puppet  show  "There'a  oooeone  TO  Talk  To,"  we  feel  w«  are 
F0*o^re8ff. 

'People  here  art;  beRlnnlnc  to  rec«rnlae  and  talk  about  the  problca. 
Scnatrcr  Dodd,  I  would  urge  your  cooadttoe  to  rote  funds  for  arpeclflc 
projectn  focu»»ed  on  BM'atil  abuoe  and  Inceat,  and  eapeclally  In  the  area  of 
trtiatner.t.  , 

A^ttl.T,  tU-^k  if^i  for  *cur  questlona.  your  Intcreat,  and  your  work  In  thla  . 


sincerely  your . , 
Theljsa  BlgKer  ' 
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Soiiator  Dknton.  Well,  I  want  to  thank  you  all  for  yoOr  testimo- 
ny here  today.  It  will  be  useful  as  we  pursue  our  consideration  of 
child  abuse*  the  causes  and  prevention.  And  I  do  not  think  I  have 
ever  seen  such  a  kind  looking  audience,  the  people  attracted  to 
such  a  hearing.  You  must  be  very  compassionate,  and  it  shows  in 
your  faces.  I  am  sorry  I  was  not  more  my  usual,  vital  self  today, 
but  I  have  fever  of  102  and  the  flu. 

Thank  you  again.  This  hearing  stands  adjourned. 

[Whereupon,  at  4:5^  p.m.,  the  subcommittee  was  adjourned.] 
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CHILI)  ABUSE  PREVENTION  AND  TREATMENT 
AND  ADOPTION  REFORM  ACT  AMENDMENTS 
OF  1983 


THURSDAY,  APRIL  11,  1983 

U.S.  Senate, 
subcommittke  on  family  and  human  services, 

Committee  on  Labor  and  Human  Resources, 

Wcu^hington,  D.C. 
The  subcommittee  met,  pursuant  to  notice,  at  10:15  a.m.,  in  room 
SD-(>2S,  Dirksen  Senate  Office  Building,  Senator  Jeremiah  Denton 
(chairman  of  the  subcommittee)  presiding. 
Present:  Senator  Denton. 

Oi'KNiNc;  Statkmknt  of  Sknator  Denton 

Senator  Denton.  Good  morning.  This  hearing  will  come  to  order. 

This  is  the  third  and  final  hearing  on  the  reauthorization  of  the 
Child  Abuse  Prevention  and  Treatment  and  Adoption  Reform  Act. 
At  previous  hearings,  we  examined  the  child  abuse  sections  of  the 
act.  Today,  we  will  focus  on  the  Federal  programs  that  facilitate 
the  permanent,  adoptive  placement  of  hard-to-place  youngsters. 

One  week  ago,  Senator  Hatch  and  I  introduced  S.  1003,  a  bill  to 
reauthorize  the  Child  Abuse  Prevention  and  Treatment  and  Adop- 
tion Reform  Act  for  8  years.  In  our  first  hearing  of  this  series,  we 
examined  the  controversial  treatment  of  some  children  born  with 
life-threatening  congenital  impairments.  S.  1003  contains  several 
amendments  that  include  such  children  in  the  programs  that  pro- 
mote and  enhance  the  adoption  opportunities  of  special  needs  chil- 
dren. The  bill  also  contains  in  the  findings  section  a  statement  that 
the  welfare  of  such  children  may  be  in  jeopardy  and  that  some 
such  children  may  be  in  need  of  adoptive  homes.  The  bill  states 
that  these  children  should  not  become  the  victims  of  denial  of 
treatment  or  nutrition.  Although  the  child  abuse  amendments  ad- 
dress this  issue  more  directly,  these  amendments  to  the  Adoption 
Opportunities  Act  are  a  small  step  toward  insuring  that  the  infa- 
mous Baby  Doe  case  will  not  be  repeated.  As  you  may  know,  sever- 
al persons  wanted  to  adopt  Baby  Doe  before  he  was  allowed  to 
perish  in  a  hospital.  S.  1003  will  encourage  adoption  opportunities 
for  both  the  children  and  the  potential  adoptive  parents.  In  addi- 
tion, the  bill  requires  the  Secretary  of  Health  and  Human  Services 
to  review  the  model  State  adoption  legislation  developed  under  this 
act,  and  to  make  any  appropriate  changes  to  facilitate  the  adoption 
of  children  born  with  life-threatening  congenital  impairments. 
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In  an  effort  to  enhance  private  initiatives  in  the  adoption  field, 
the  bill  encourages  private  businesses  to  establish  adoption  benefit 
programs  for  their  employees.  We  have  received  written  testimony 
on  this  subject  and  will  include  it  in  the  record.  It  is  worth  noting 
at  this  point,  however,  that  although  there  are  many  couples  and 
single  parents  who  would  like  to  adopt  a  child,  the  costs  are  often 
prohibitive.  It  seems  that  there  are  ways  to  contain  the  costs  of 
adoption  and  the  alternatives  need  to  be  explored.  This  is  a  serious 
responsibility  to  be  borne  by  everyone  involved  in  the  adoption  in- 
dustry, including  the  placement  agencies. 

Finally,  the  bill  would  require  the  Secretary  to  continue  to  study 
unlicensed  adoption,  including  the  legal  status  of  surrogate  parent- 
ing. Surrogate  parent  contracts  are  often  sought  by  persons  who 
have  experienced  insurmountable  obstacles  to  adoption.  The  unsuc- 
cessful search  for  a  child  sometimes  causes  potential  adoptive  par- 
ents to  turn  to  this  unconventional  and  controversial  arrangement, 
which  is  in  itself  a  type  of  unlicensed  adoption  by  the  nonnatural 
parents  who  contract  for  the  child.  Very  little  is  known  about  the 
operation  or  enforceability  of  these  contracts,  and  there  is  surro- 
gate parent  legislation  pending  before  several  State  legislatures. 

We  have  a  distinguished  panel  of  witnesses  who  will  offer  their 
perspective  on  the  language  of  the  bill  and  on  particular  aspects  of 
the  adoption  process.  We  will  focus  on  the  continuing  obstacles  to 
the  permanent  adoptive  placement  of  hard-to-place  children.  It  is 
my  understanding  that  there  are  more  than  enough  families  will- 
ing to  adopt  such  children  and  that  there  should  be  no  longer  any 
need  for  a  child  to  be  cared  for  in  an  institution  or  in  foster  care.  I 
will  be  interested  to  learn  about  the  barriers  that  cause  children  to 
remain  outside  a  loving  adoptive  family,  and  about  the  ways  that 
we  can  remove  those  barriers  for  the  best  interest  of  the  special 
children  and  families  who  wish  to  accept  them. 

I  should  mention  that  the  subcommittee  received  written  testi- 
mony from  several  witnesses  who  were,  unable  to  appear  at  the 
hearing  today.  Ms.  Toni  Oliver  from  the  National  Adoption  Ex- 
change addresses  the  issue  of  black  adoption.  Ms.  Christel  DeHaan, 
vice  president  of  Resort  Condominiums  International,  discusses  cor- 
porate initiatives  in  the  adoption  field.  Ms.  Hope  Marindin  repre- 
sents the  perspective  of  single  adoptive  parents.  Mr.  Bruce  Mueller, 
a  private  consultant,  explains  the  development  of  employee  adop- 
tion benefit  plans.  These  are  important  contributions  and,  without 
objection,  their  written  testimony  will  be  included  in  the  record  at 
the  appropriate  point.  . 

We  also  have  a  statement  from  Senator  Dodd  which  we  will  in- 
clude in  the  record  at  this  point. 

[The  prepared  statement  of  Senator  Dodd  follows:] 

Statkmknt  of  Senator  Dodd 
Mr.  Chairman,  today  we  hear  testimony  on  a  serious  problem:  obstacles  to  adop- 

^'°The  Adoption  Opportunities  Act  was  passed  to  help  place  thousands  upon  thou- 
sands of  children  who  have  no  permanent  homes  with  adoptive  families.  Three 
years  later,  the  same  number  of  children  eligible  for  adoption  remain  in  foster  care. 
That  fact  should  truly  alarm  us. 


483 


479 


llioM'  \v\\n  wait  (ur  :nln()tj(ui  art»  children  with  so-calli'd  special  needs.  Some 
belong'  to  minority  rthr:ic  uruups.  Others  are  members  of  sibling,'  sets.  Still  others 
liavr  emotional,  menial,  or  physical  haridicaf)s. 

Mr  Chairman,  as  the  Kossows  testified  so  eloquently  last  week,  there  are  families 
who  wish  to  adopt  th<'se  children  but  they  run  into  roadblocks.  Such  families  often 
lact'  insurmountal)le  redtape  or  fail  to  receive  nece.ssary  supports,  financial  or  other- 
wise. \Vf  must  listen  carefully  to  the  panels  today  to  learn  now  we  can  best  remove 
such  roadblocks  against  the  adoption  of  special  needs  children. 

WiMiuist  alM)  insure  that  this  important  adoption  Initiative  receives  essential  Ped- 
er.il  fundm^'.  S.  fiTli,  a  bill  1  recently  introduced,  authorizes  $0  million  for  this  pro- 
U'rain  Such  an  Authorization  merely  restores  funding'  to  the  level  established  prior 
to  thf  bud^M't  cuts  in  the  1!)S1  Reconciliation  Act. 

Without  a  .strong'  Federal  commitment  to  this  pro^^ram.  Mr.  Chairman,  hundreds 
<»}  thousands  of  .'■:pecial  needs  children  will  continue  to  lan^'uish  in  temporary  plare- 
iiuMiis.  Wc  must  do  all  we  can  to  prevent  such  a  tragic  scenario. 

Senator  Dknton.  I  want  to  welcome  everyone  here  this  morning 
and  mention  that  we  may  have  Senator  Grassley  in  this  morning 
to  join  us.  I  want  to  remind  all  our  witnesses  that  their  written 
statements,  their  prepared  statements,  will  be  included  in  full  in 
the  record. 

liut  in  the  interest  of  time,  I  must  ask  that  you  limit  your  oral 
comments  to  10  minutes.  Our  first  witness  today  is  the  Assistant 
Secretary  of  Health  and  Human  Services,  Dorcas  Hardy. 

STATKMKNT  OF  DORCAS  R.  IIARDV.  ASSISTANT  SF:CKF:TARY  FOR 

in  .MAN  dkvkf.opmknt  skrvicks.  department  of  hkaltm 

AND  IM  MAN  SKRVK  FS 

Ms.  Hakdy.  Thank  you,  Mr.  Chairman.  It  is  my  pleasure  to  be 
here  and  to  tell  you  a  little  bit  about  what  the  Department  of 
Health  and  Human  Services  has  done  in  the  area  of  adoption  and 
adf)ption  opportunities. 

As  you  know.  Adoption  Opportunities,  title  II  of  Public  Law  95- 
2r»i;.  was  the  first  Federal  legislation  that  specifically  dealt  with 
adoption.  As  you  have  stated,  we  are  trying  very  hard  to  eliminate 
barriers  to  the  adoption  of  special  needs  children— those  children 
who  are  older;  emotionally,  physically  or  mentally  handicapped; 
and  siblin^^  groups  or  minority  children. 

The  activities  that  were  developed  under  title  U  prepared  the 
way  for.  and  now  very  much  undergird,  the  Adoption  Assistance 
and  Child  Welfare  Act  of  li)80,  which  is  Public  Law  !)()-272. 

The  focus  is  on  permanent  homes  for  children  and,  very  clearly, 
childrc^n  should  either  remain  with  or  be  returned  to  their  birth 
I)arents  if  this  is  possible.  If  it  is  not,  they  should  be  placed  in  life- 
time adoptive  homes. 

Public  Law  i)i)-272  also  provides,  for  the  first  time.  Federal  reim- 
bursement to  States  for  adoption  subsidies  for  special  needs  chil- 
dren who  are  eli<4ible  for  AFDC  or  SSI,  and  a  funding  policy  which 
d(H»s  encourage  States  to  place  children  in  new  adoptive  homes 
rather  than  keeping  them  in  foster  care.' 

So.  we  see  good  news  and  the  very  positive  news  that  foster  care 
in  this  country  and  the  foster  care  population  have  declined  as 
much  as  ]A  percent  in  the  last  2  years,  and  that  the  number  of  spe- 
cial needs  adoptions  are  increasing. 

But  despite  significant  progress  in  the  States,  we  estimate  that 
there  are  at  least  r)0,()()()  special  needs  children  in  foster  care  who 
are  legally  free  for  adoption,  and  there  are  thousands  more  for 
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i  pmvntal  ri^Mils  have  not  been  terminated  but  for  whom 
jn  would  be  the  plan  of  choice.  j 
anency  is  very  important  to  all  of  our  children,  and  it 
)rtant  to  those  of  us  who  care  about  the  family  as  the  ke, 
n  of  our  society.  So,  I  would  like  to  discuss  just  brielly 
ire  doing  in  the  Department  this  year  in  terms  of  promot- 
ini  [option  of  these  waiting  children. 

\.  ,,  e  a  national  adoption  initiative  which  has  been  very  posi- 
tive ^  will  continue  to  be  very  positivfe  in  this  f^-^a.  Secretary 
Schu^'ikcr  wrote  to  all  of  the  State  Governors,  and  I  have  commu- 
nica^od  with  the  social  service  or  child  welfare  directors  Thirty- 
thrt  ttates  have  responded  to  our  encouragement  that  they  tuUy 
nar>u  pate  in  this  national  adoption  initiative  with  us 
^  V  'itionally,  with  this  national  initiative,  we  are  placing  empha- 
sis everal  areas.  One  is  a  special  emphasis  on  recruiting  minor- 
?  y  .  'nts  for  minority  children.  Second,  we  are  working  on  the 
training  of  adoption  workers,  trying  to  encourage  increased  State 
participation  in  the  Federal  adoption  assistance  P^-off  "\  t^at  I 
mentioned  earlier,  to  address  national  issues  such  as  adoptions 

^'wl^?^aiso  building  on  the  reservoir  of  what  you  have  called  the 
commrtment  and  energy  represented  by  many  of  the  individua  s  in 
5hS  rooT  today-voluntary^roups,  parents'  groups,  corporations 
thL  medki-so  that  we  can  get  very  exciting  efforts  going  around 

-  Atl-ta,  a  ^vdunteer 
parents'  group  publishes  the  photo  listing  book  called  My  Turn 
Now  "  and  that  book  is  used  by  States  and  private  agencies  to  help 
match  prospective  parents  and  the  waiting  children.  . 

Also  in  San  Francisco  and  in  Springfield  Mass  two  Pnvate 
aL^eSs  one  of  which  is  represented  here  today-Aid  to  Adoption 
of  Special  Kids  and  Downey  Side  in  Massachusetts-are  working 
?oget^her  to  sponsor  a  national  conference  on  special  needs  adop- 
tions with  private  sector  backing  and  participation. 

We  also  believe  that  the  media  has  played  a  key  role  and  will 
comrnSi' to  pla'y  a  key  role  in  focusing  -  recruiting  parents  and 
focusing  on  the  important  cause  of  adoption.  We  have  nearly  ou 
e  evision  stations  throughout  the  country,  that  have  P"t  ^^J^^^^^^^^ 
"Wednesday's  Child,"  "Tuesday's  Child,    and    Sundays  Child 

-KTfic^SritrK^^^^^^^ 

?ran^i?crS.rha3Ks^^^^^^^ 

'"Wehave  tried  to  make  these  stations  feel  even  more  imp^^^^^^ 
and  have  tried  to  say  that  we  appreciate  their  efforts  greatly  by 

"weirsrhav7s?vLTIS"ionaf'org^  that  are  support- 

ing the  adoption  initiative.  The  American  Bar  Association  will  des- 
gnate  special  needs  adoption  at  their  Pf««'f^"tial  showcase  prc- 
^r-im  at  their  convention  this  summer.  Also,  the  National  Commit- 
teHn  AdoTtioi  and  the  North  American  Council  on  Adoptable 
Children  aSd  Sther  organizations  have  been  very  important  in 
moving  this  initiative  along. 
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In  terms  of  IlumuM  Development  Services,  my  specific  area  of 
HliS,  we  have  committed  almost  $2  million  in  terms  of  adoption 
demonstrations  over  the  country  during  the  last,  year,  and  we  an- 
licipate  doing  that  again  this  year. 

Some  of  the  highlights  of  that  are  the  Illinois  Department  of 
Children  and  Family  Services  working  with  Father  George  Cle- 
ments, a  black  priest  in  Chicago  and  an  adoptive  father,  on  the  one 
church-one  child  program,  where  each  church  will  recruit  at  least 
one  family  to  adopt  at  \ei\st  one  child. 

The  American  Indian  Law  Center  is  working  to  get  Indian  chil- 
dren adopted.  Spaulding-Southwest  in  Houston,  Family  Builders  of 
Colorado — all  of  them  are  very  much  working  in  the  area  of  adop- 
tion and  are  being  very  successful. 

Another  key  component  of  our  strategy  is  the  National  Adoption 
Information  Exchange,  whom  you  will  hear  from,  and  they  have 
been  very  successful,  and  I  believe  will  continue  to  be  successful,  in 
registering  children  and  families  on  the  exchange  nationwide,  so 
that  by  the  end  of  September  we  believe  we  can  facilitate  as  many 
as  oOO  matches. 

We  have  numerous  other  projects  and  efforts.  The  Model  ^State 
Adoption  Act  has  been  developed  and  disseminated.  We  feel  that 
we  have  made  some  strides  in  this  area,  but  we  do  have  more  to  do. 

We  believe  that,  working  through  the  agencies,  the  minority  or- 
ganizations, adoptive  parents  and  other  kinds  of  groups,  consider- 
able progress  can  continue  to  be  made.  As  you  stated,  most  people 
who  are  involved  in  adoption  have  found  that  all  of  our  children 
are  adoptable  and  that  there  is  a  family  somewhere  for  every  wait- 
ing child,  no  matter  how  complex  his  or  her  needs. 

We  have  shown  again  and  again  that  black  and  Hispanic  and 
Indian  families  are  eager  to  adopt  minority  children  if  the  place- 
ment agencies  make  the  special  efforts  necessary  to  reach  out  to 
them  and  to  help  them  through  what  we  all  refer  to  as  the  system. 

We  have  learned  that  increasing  the  number  of  adoptions  of  chil- 
dren with  special  needs  is  very  much  a  multifaceted  effort  and  one 
that  requires  several  simultaneous  approaches  and  many  resources. 

We  know  that  there  is  a  commitment  and  a  marshaling  of  re- 
sources out  there,  as  well  as  within  the  Federal  Government,  to  do 
the  job.  The  number  of  children  who  are  in  foster  care  has  de- 
clined; the  number  of  adoptions  has  increased.  We  believe  that  that 
trend  will  continue. 

I  would  cite  again  the  State  of  Illinois.  By  overhauling  their 
adoption  practices  and  embarking  on  an  intensive  media  campaign, 
they  increased  special  needs  adoptions  by  70  percent  in  just  15 
months. 

Mr.  Chairman,  we  are  committed,  through  my  Office  of  Human 
Development  Services  and  the  Department  of  Health  and  Human 
Services,  to  continue  our  efforts  in  this  area.  We  believe  we  do 
have  a  significant  responsibility  and,  in  partnership  with  the 
States,  with  private  agencies,  parent  organizations  and  others,  we 
do  support  reauthorization  of  this  act. 

In  that  regard,  I  would  like  to  make  a  preliminary  comment  on 
S.  10(K^  We  do  support  the  intent  of  the  bill  which  would  extend 
ilicse  important  programs  and  add  language  creating  a  focus  on 
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the  needs  of  infants  at  risk  with  life-threatening  congenital  impair- 
ments. 

We  are  actively  reviewing  the  details  of  the  bill  and  will  present 
a  written  bill  report  shortly  with  our  views  and  any  concerns  that 
we  may  have.  We  are  most  interested  in  working  with  you  and  con- 
tinuing^ to  work  on  these  very  important  programs. 

I  thank  you  for  the  opportimity  to  be  here  and  1  am  available  not 
only  to  answer  questions,  but  also  to  continue  to  share  with  you 
and  your  staff  some  of  the  strides  that  we  think  we  have  made. 

Thank  you. 

I  The  prepared  statement  of  Ms.  Hardy  follows:] 
Prki'auki)  Statkmknt  of  Dokcas  R.  Hardy.  Assistant  StrRETARV  for  Human 

I)KVKl.()l'MKNT  SkKVICFIS,  DkPAKTMKNT  «K  HkALTH  AND  HUMAN  SERVICES 

Mr.  Chairman,  thank  you  for  the  opportunity  to  appear  before  this  subcommittee 
to  discuss  Adoption  Opportunities  as  part  of  your  reauthorization  hearings  on  the 
Child  Abuse  Prewniion  and  Treatment  and  Adoption  Reform  Act, 

As  you  know.  Title  II,  Adoption  Opportunities  (P.  L.  95-26()),  passed  in  1978,  was 
thf  llrst  Inderal  U-Kislation  specifically  dealing  with  adoption.  Title  11  mandates  a 
niirnlx-r  of  activities  to  eliminate  barriers  to  the  adoption  of  special  needs  children. 
Special  Meeds  children  are  older,  emotionally,  physically  or  mentally  handicapped, 
in  sibling  groups,  or  minority  children. 

The  activities  developed  under  Title  II  prepared  the  way  for  and  now  undergird 
the  Adoption  Assistance  and  Child  Welfare  Act  of  1980  (Public  Law  9(5-272).  The 
thrust  of  this  act  is  assuring  permanent  homes  for  children.  Children  should  either 
remain  with  or  be  returned  to  their  birth  parents  if  this  is  possible,  and,  if  it  is  not, 
Ihev  should  be  placed  in  lifetime  adoptive  homes.  P.L.  9()-272  provides,  for  the  first 
time.  Federal  reimbursement  to  states  for  adoption  subsidies  to  special  needs  chil- 
dren eligible  for  Aid  to  Families  with  Dependent  Children  on  Supplemental  Security 
Income,  a  funding  policy  which  encourages  states  to  place  children  in  adoptive 
homes  rather  than  keep  them  in  foster  care. 

I  am  pleased  to  report  an  encouraging  trend  since  the  passage  of  these  two  impor- 
tant acts:  the  foster  care  population  appears  to  be  declining  and  the  number  of  spe- 
cial needs  adoptions  increasing.  . 

Fven  so,  we  estimate  that  at  least  50,000  special  needs  children  in  foster  care  are 
legallv  free  for  adoption  and  there  are  thousands  more  for  whom  parental  rights 
have  hot  been  terminated  but  for  v/hom  adoption  would  be  the  plan  of  choice. 

rermanency  is  important  for  children,  of  course,  but  it  is  also  important  to  those 
of  us  who  care  about  the  family  as  the  foundation  of  our  society. 

Today  I  want  to  share  with  vou  what  the  Federal  Government  and  the  states 
have  accomplished  under  Title  1*1— and  I  am  especially  eager  to  tell  you  about  the 
initiative  which  our  Department  launched  just  this  year  to  promote  the  adoption  ol 
wailing  children. 

In  January,  former  Secretary  Schweiker  wrote  the  Governors  of  the  states  to  an- 
nounce the  special  needs  adoption  initiative  and  to  encourage  their  full  participa- 
tion. In  addition,  1  wrote  to  child  welfare  officials  in  every  State.  Thirty-three  states 
have  responded— sharing  their  progress,  telling  us  about  continuing  obstacles  and 
pledging  to  be  a  part  of  the  initiative.  Through  this  initiative  we  hope  to  increase 
[)ublic  awareness  and  to  open  additional  resources  to  help  place  special  needs  chil- 
dren into  loving,  lifetime  homes. 

Over  the  past  several  months  I  have  had  the  opportunity  to  meet  adoptive  par- 
"nts  and  special  needs  children— and  the  people  who  bring  them  together—in  cities 
;j11  over  the  country.  1  am  convinced  that  there  are  as  many  potential  parents  as 
there  are  waiting  children— we  just  have  to  find  them  and  then  make  sure  that  the 
svstem  responds  quicklv  to  match  each  parent  and  child.  This  is  one  of  the  major 
goals  of  our  initiative  and  we  are  putting  special  emphasis  on  recruiting  minority 
parents  for  minority  children.  ^    ,     .  i 

hi  addition,  we  are  working  to  improve  the  training  of  adoption  workers,  encour- 
age increased  state  participation  in  the  Federal  Adoption  Assistance  Program  and 
address  national  issues  such  as  adoptions  across  state  lines.  j    .  . 

We  are  al.so  building  on  the  reservoir  of  energy  and  commitment  already  being 
used— or  waiting  to  be  tapped— in  national  and  local  organiziitions,  parent  groups, 
voluntary  agencies,  corporations  and  the  media.  Here  are  some  of  the  exciting  ef- 
forts which  1  have  discovered  in  my  visits  over  the  country: 


483 


In  Ml)u^t^•fl.  .1  >nmii'.  piiti-ril  iiUoriH'v.  tlirou^Oi  the  V(juii^'  LawvtTS  Associfition.  ro- 
iTuitrd  inrpuratr  attnr  rn\vs  tn  harriilc  special  lU'^ds  adoptions,  saving'  Tl)  lamilit's 
almost        iMUl  in  U'^mI  \'vv>  in  k-ss  tlian  a  vtMr; 

In  AtUinla.  <i  voIiintciT  partMit  ^'roup  publishes  the  state's  photo  listing'  hook.  "My 
Turn  Now  "  This  Ixjok  is  used  h\  State  and  private  a^'encies  to  help  match  prospee- 
iive  pareni>  ;ind  waiting' children. 

In  I^-nvt-r.  the  I'lton  Foundatit)n  has  provi(ied  j>lannin^'  funds  to  help  the  re^nruial 
adoption  exehanLie  be^Mn  a  full  service  operation;  and 

In  San  Francisco.  (  alifornia,  and  in  Sprin^d'iehJ,  Massachusetts,  two  private  ir^'en- 
iies.  Aid  to  Adopli(jn  of  Special  Kids  an(i  Downey  Side,  are  working'  to^^ether  to 
sponsor  a  national  cord'erenee  on  sp<'cial  needs  adoptions  with  private  sector  backing; 
and  f>ar  t  icipat ion. 

In  addition.  Mr.  Chairman,  the  media  are  playing'  an  important  role  in  recruiting' 
taniihes  for  waiting'  children— and  with  outstanding'  results.  Many  newspai)ers  and 
corporate  newsletters  throu^diout  the  country  are  printing'  weekly  feature  stories  on 
a  waiting  chihl.  Furthermore,  nearly  television  stations  are  doin^'  weekly  fea- 
1 11  ros  on  speL-iilc  children  who  are  waiting'  to  be  adopted.  These  se^mu'nls  are  usual 
ly  ealh'd  Wednesday  s  Child  or  Thursday's  Child.  dei)endin^'  on  the  ni^dit  the  fea- 
lu;rs  arr  arri'd  Many  of  these  Ntations  fly  their  crews  all  over  the  state— or  in  souk* 
i-a.-es  into  sevj'i.il  .stales—'to  llhn  waiting'  children.  A^,'encies  working'  with  these  sta- 
tions report  a  placement  rate  of  more  tlian  SO  percent.  KRON-TV  in  San  Francisco 
had  riiMi  i-ails  for  the  first  b>  childi'en  featured.  I  havf  be(?n  pleased  to  niak(?  n 
ntinilH  r  .)f  auards  to  statioris  for  Wednesday's  ('hild  or  Thursday's  Child  pro^'rams. 
1  am  al-n  ha|)py  to  report  that,  within  a  few  weeks,  NH(!s  Today  Show  will  bef^in 
tho  lii-.s?  rial  ron wide  Thursday's  (Tiild  and  will  feature  children  for-  five  weeks. 

Many  oruani/at riMis  have  undertaken  activities  to  support  our  adoption  initiative. 
I'ltr  exiimplf.  tho  American  Bar  Association  has  desi^'natod  special  needs  adoptions 
a  I'residt.-nt  ial  Showcase  pro^'rani  at  its  annual  convention  in  Atlanta  this 
summer.  AHA  i.s  also  launching'  a  driv(»  to  raise  .STo, ()(){)  from  corporations  and  foun- 
dations to  support  a  project  to  assist  lawyers,  jud^'es  and  other  le^'al  p-ofessionals  in 
improving  stati'  laws  and  adoption  j)ractices.  The  Yound  Lawyers  Division  of  ARA  is 
implementing  a  number  <)1' activit  ii's.  includin;;  several  niini-^'rants  to  local  bai"  asso- 
ciations for  child  advocacy  projects,  with  preference  to  projects  I'elatin^  to  special 
ru-eds  adopt  ions, 

Mr.  Cliairman.  it  bin  the  Office  of  Human  neveloi)ment  Services,  my  pro^'ram 
admrnisi rations  are  workin-;  touether  to  coordinate  our  efforts  and  our  resources  to 
f:cl(j  ui-t  special  needs  children  placed.  This  includes  the  Administration  for  Chil- 
dp'n.  Youth  and  I''amilies.  which  iniplenients  the  adoption  le^'islat ion,  as  well  as  the 
.Vlministratron  on  Developmental  Disabilities,  the  Administration  for  Native 
.Amt-ricans.  and  the  Pr'esident's  Committee  on  Mental  i?atardation.  all  of  which 
st  rve  so^rnents  of  our  special  needs  population, 

W(*  allui-ated  .^l.i*  million  of  our  fiscal  year  litS:^  Coordinated  Discretionary  Funds 
proi,n-am  for  innovative  adcpM;;  (jt-monst  rat  ions  and  we  expect  to  allocate  a  comi)a- 
ralde  amount  this  year  I.t  i  r/.t-^' .e  ;vou  some  examples  of  projects  which  are  cur- 
reni  I v  underwav: 

Thi-  Illinois  Department  of  Fainilv  and  Cbiklren  Services  is  expandiri^i  the  One 
Ciuirch One  Child  project  be^un  by  Father  Oeoi'^^e  Clements,  a  black  priest  and 
adijptive  father  in  Chica^'o.  Father  Clements'  idea  is  that  each  church  will  recruit  at 
it-ast  onr  lannly  to  adopt  a  child.  Illinois  is  working'  with  nu)re  than  70  black 
crmrches  to  recruit  families  for  at  least  75  black  children. 

The  Amer  ican  Indian  haw  Center.  Inc.,  in  Albutiuercjue  is  working  to  strengthen 
tribal-statf  r-elai ionship'S  and  improve  pei'manency  planning  lor  American  Indian 
and  Alaska  Native  Children.  The  Center  will  train  oOt)  child  welfare  providers  tVom 
M)  iribes  and  IS  states  on  joint  permanency  planniii^,'  and  how  to  develop  tribal- 
state  child  welfai'e  agreements. 

Spaiilfliii^^Soirthwest  in  Houston  is  working'  in  a  nei^^hborhood  center  to  recruit 
and  prepare  Mex icai^-AmericfUi  families  to  adopt  la  Mexican-American  children. 

Familv  Builders  oi' Cfilorado  is  providing,'  training'  on  pernuinency  plannin}.:  to  ^aO 
health  professionals,  social  worker's,  teachers  and  others  who  work  with  develop- 
mentally  disabled  children.  Sixi"  of  the  ^at)  trainees  will  work  directly  with  Hi  chil- 
dn-n  to  secure  adoptive  placements. 

One  of  the  most  far  reaching'  pro^,'rams  mandated  by  Title  11  is  a  National  Adop- 
tion Information  Kxchan^'e.  a  project  which  has  been  very  successful.  From  HISO- 
IOSjI:  the  I''.xchanK't*.  oin^rated  by  the  Child  Welfare  Lea^'ue  of  America,  facilitated 
the  adoptive  placement  of  nearly  .".00  children,  including'  lar^'e  sibling'  ^'roups.  older 
a<iolescents  and  children  with  severe  handicaps. 'In  September  of  1!)S2.  the  Adoption 
Center  of  Delaware  Vallev  be^^m  to  establish  and  operate  a  computerized  National 
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Aiinj-.  un  K\i  li;mi;«'  >>slt'fri  U>  tin*  I'lid  of  Miirch.  nioro  than  100  children  and  150 
tarnilus  had  hotMi  rr^tstrrcd  \Vr  rsyAH^i  the  Kxchan^^e  to  roKisler  l.OOO  children  and 
'J,r»(H)  lainilies  by  the  ••nd  oC  Septeinher  and  to  facilitate  'mIO  matches. 

The  Nittiorial  Adoption  Kxchan^'e  is  a  major  partner  in  our  adoption  initiative 
and  i>  Wi^rkin^;  enthusiast ically  with  a^^eneies  all  over  the  nation.  The  Exchange  is 
aUo  Working  to  secure  corporate  .•*-cior  involvenu'nt  and  will  hold  its  first  corporate 
aiiviNjry  board  ineelia^  in  Washington  in  May. 

Mr.  Chairman,  lo  carry  out  the  many  aspects  of  our  initiative,  we  are  buildin;,'  on 
the  activities— like  the  exchange  — which  we  have  carried  out  since  the  Adoption 
Opportunities  Act  was  passed.  Here  are  some  of  the  activities  the  states,  organi/,a- 
tions  ;ind  the  federal  government  have  accomplished  together: 

W'r  have  expanded  the  numln-r  ui'  local.  st:ite  and  regional  adoption  exchanges, 
iVior  to  our  efforts,  there  wi-re  'M*  state  exchanges  and  only  a  few  local  and  regional 
exchanges.  Today  there  are  local  exchanges,  M\  stale  exchanges  MO  of  which  pro- 
vide listing  services!  and  11  regional  exchanges. 

We  have  devidop«'d  a  National  Child  Welfare  Reporting  System,  using  data  on 
sul)stitute  care  and  a(iof;tion  services  gathered  and  reported  by  the  states  through  a 
A'oluntary  Cooperalivt*  In  forma  ti<jn  System"  developed  by  Uie  American  Public 
Welfare  Association.  Analysis  should  be  conJi)leted  by  May  lo. 

We  have  devek'ped  and*  disseminated  a  Model  State  Adoption  Act  for  use  by  the 
states. 

We  have  dewUfped  information,  training  and  education  materials  on  adoption  of 
^^H•i•lal  ntM-ds  children.  'I'he  includes  a  aO-hour  curriculum  which  has  been  used  to 
tmiii  :iiin  trainers  si'lected  by  the  states.  The  curriculum  is  being  translated  into 
Spanish  W*.'  have  also  developed  and  disseminated  a  recruitment  manual,  U>  radio 
and  ti'levision  public  service  announcements  to  recruit  foster  and  adoptive  families, 
and  six  now  publications  to  enhance  workers*  skills  in  placing  children  with  special 
nffds. 

W'v  havf  ii\>i)  drveloped  a  special  adoptive  parent  effort  to  help  agencies  and  adop- 
tive parents  drvrlop  a  TKAM  (Training  and  Education  Adoption  Method)  approach 
lo  prepare  potential  families.  Two  hundred  teams  were  trained.  Through  the  North 
,\nierican  (>)uncil  on  Adoptable  Children  we  are  continuing  this  effort  to  train  125 
additional  agency  and  parent  teams,  with  a  special  emphasis  on  developing  minority 
h*adf,'^~hip. 

Kiii;.,;v,  we  established  ID  regional  adoption  resource  centers  which  trained  80,000 
social  \\'jikers  and  sui)ervi.sors  and  assisted  in  the  formation  of  more  than  200  new 
adoi)tive  parent  groups,  including  r.7  mim)rity  parent  groups.  In  FY  1082  we  sup- 
port!-d  the  funding  of  10  children  and  youth  resource  centers  which  consolidated  the 
:;n  Hrgional  Centers  f(^r  Adoption,  Child  Welfare  Training  and  Child  Abuse  and  Ne- 
glecM.  Wc  are  working  to  see  that  the  new  consolidated  centers  help  get  children 
with  special  needs  adcjpted. 

Mr.  Chairman,  as  a  result  of  HDS  funded  projects  and  efforts  of  thousands  of  con- 
ciMiied  people  across  the  country —working  through  agencies,  minority  organiza- 
tions, adoptive  parent  and  other  groups— considerable  [Jr ogress  has  been  made  oyer 
\ht'  past  sevt-rad  vears  in  helping  more  children  with  si)ecial  needs  to  find  loving 
families.  Most  people  involved  in  adoptions  have  found  that  all  children  are  adopt- 
able and  that  there  is  a  family  somewhere  for  each  waiting,  child,  no  matter  how 
complex  his  or  her  needs.  Similarly,  the  adoption  of  children  by  single -parents, 
handicapped  parents,  foster  parents,  older  parents  and  fandlies  with  birth  children 
has  also  become  a  more  commonly  accepted  practice. 

We  liave  shown,  again  and  again,  that  black.  Hispanic  and  Indian  families  are 
eager  to  adoi)t  minority  children,  if  placement  agencies  make  the  special  efforts  nec- 
essary to  reacli  out  to  them  and  to  help  them  through  the  system.  The  recruitment 

families,  training  of  workers  and  supervisors,  use  of  adoption  exchanges  and  in- 
volvenwni  of  adoptive  parent  groups  are  now  all  recognized  as  essential  ingredients 
for  successful  adoption  programs. 

We  have  learned  that  increasing  the  number  of  adoptions  of  children  with  special 
needs  is  a  multifaceted  effort,  one  that  requires  several  simultaneous  approaches 
aiKl  many  resources.  We  know  there  is  no  one  answer,  but  a  variety  of  answers  to 
increasing  the  number  of  children  adopted.  We  also  know  that  progress  is  not  uni- 
form ovrr  I  he  nation  and  that  many  obstacles  remain, 

Nev(,'rtheless.  we  also  know  that  where  there_is  commitment  and  the  marshalling 
of  resources  to  do  the  job.  the  number  of  children  in  foster  care  declines  and  adop- 
tions increase.  The  State  of  Illinois,  for  example,  by  overhauling  its  adoption  prac- 
tices and  embarking  on  an  intensive  media  campaign,  increased  special  needs  adop- 
tions by  TO  percent  in  15  monthsl 
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Mr.  Chairman,  in  the  future,  my  office  of  Human  Development  Services  plans  to 
demonstrate  ways  to  share  adoptive  home  studies  across  jurisdictions,  to  develop 
manuals  for  agencies  to  assist  them  in  preparing  parents,  to  develop  ways  to 
streamline  the  adoption  process  and  thereby  reduce  costs;  to  demonstrate  ways  that 
the  corporate  and  business  sector  can  promote  the  adoption  of  children  with  special 
needs,  to  provide  seed  money  to  adoptive  i)arents  groups  to  work  with  social  service 
agencies  to  identify  and  use  supporting  resources,  to  fund  new  approaches  to  in- 
crease in  adoption  of  minority  chiidrfn  and  to  continue  support  for  the  National 
Adoption  Kxchange.  at  least  through  Septeniher  :><'.  with  Fiscal  Year  1983 

funds 

We  will  continue— in  partn^^rship  with  states,  priv:iic  agencies,  parent  organiza- 
tions and  {jt hers— our  rornrnitnient  to  the  adoption  of  children  with  special  needs. 
We  support  n-irjihoriAiiuni  of  the  Child  Abuse  Prevention  and  Treatment  Act  and 
the  Adoption  l^i.'fn^m  Act.  In  fVict.  as  you  know.  Mr.  Chairman,  the  Administration 
has  sent  a  p^j^pos-il  io  the  Congress  asking  that  these  programs  be  extended  for 
three  years. 

In  that  rfgani,  !  would  also  like  to  make  a  preliminary  comment  on  S.  103.  the 
bill  which  you  ininxluceu  late  last  week.  We  support  the  intent  of  the  bill,  which 
would  ^'xtend  these  important  programs  and  add  language  creating  a  focus  on  the 
needs  of  infants  at  risk  with  life-threatening  congenital  impairments.  We  believe  in. 
the  need  to  continue  our  efforts  to  encourage  the  adoption  of  special  needs  children, 
including  espi'cially  those  infants  at  risk  at  birth.  We  are  actively  reviewing  the  de- 
tails of  S.  lOlKi  and  will  present  a  written  bill  report  with  our  views  and  any  con- 
cerns shortly.  1  would  like  to  assure  you,  Mr.  Chairman,  that  we  are  most  interested 
in  working  with  you  to  continue  these  very  important  progams. 

Thank  you  for  allowing  me  to  report  on  our  initiative  and  on  our  progress,  under 
Title  II.  in  providing  adoption  opportunities  for  children  with  special  needs.  I  will  be 
happy  to  an.swer  any  questions  which  the  subcommittee  may  have. 

Senator  Denton.  Thank  you,  Ms.  Hardy.  The  evidence  of  your 
work  is  quite  manifest,  and  I  commend  you  for  the  work  you  have 
done  within  the  adoption  initiative.  I  have  not  seen  any  branch  of 
government  show  more  progress  in  any  of  the  hearings  of  this  sub- 
committee than  what  your  office  has  shown. 

Ms.  Hardy.  Thank  you. 

Senator  Denton.  I  hope  we  can  find  ways  to  enhance  your  activi- 
ties. 

You  mentioned  that  there  are  at  least  50,000  special  needs  chil- 
dren, or  you  estimate  that  number,  in  foster  care  legally  free  for 
adoption,  and  thousands  more  for  whom  parental  rights  have  not 
been  terminated  but  for  whom  adoption  would  be  the  plan  of 
choice. 

What  does  the  latter  mean?  I  am  a  little  bit  confused  on  thai  — 
parental  rights  have  not  been  terminated,  but  for  whom  adoption 
would  be  the  plan  of  choice.  Do,  you  mean  that  they  are  runaways 
or  separated? 

Ms.  Hardy.  Well,  let  me  clarify  here.  Of  the  50,000  children  that 
we  know  of  in  the  foster  care  system  who  are  legally  available  for 
adoption,  not  all  of  them  are  special  needs,  but  95  or  9G  percent  are 
special  needs  children. 

Second,  in  terms  of  the  plan  of  choice,  when  the  adoption  worker 
or  when  the  child  welfare  worker  works  with,  the  individuals  who 
are  in  the  foster  care  system,  they  first  would  hopefully  try  arfd  re- 
unite that  child  with  his  or  her  parents. 

If  it  appears  that  that  is  not  at  all  feasible,  then  they  would  want 
to  institute  the  termination  of  parental  rights  and  adoption  w*ould 
be  the  plan  of  choice.  The  first  aspect  and  the  undergirding  of  the 
whole  concept  of  permanency  planning  is  a  permanent  home,  but 
obviously  the  first  choice  is  with  those  parents  if  that  is  at  all  pos- 
sible. 
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Senator  Dknton.  And  the  National  Adoption  Information  Ex- 
change facilitated  the  adoptive  placement  of  nearly  ::I00  children. 
How  manv  would  be  registered  in  that?  You  expect  the  exchange 
to  register  l.OOO  children  and  2,000  families  by  the  end  of  Septem- 
ber. 

Why  so  few  as  1,000  children?  I  assume  this  is  national,  and  you 
estimate  oO,0()0  special  needs  children.  Is  it  that  you  just  cannot 
identify  more  than  1,000  of  them,  in  that  you  are  expecting  only 
/r,000  to  be  registered? 

Ms.  Hakdy.  Well,  the  Adoption  Center  of  Delaware  Valley  did 
start  this  past  September  with  putting  together  the  computerized 
National  Adoption  Exchange.  We  anticipate  that  the  startup  of 
that  whole  computerization  is  not  something  that  they  can  do  over- 
night; they  are  doing  a  very  good  job  now,  partially  into  this 
project. 

1  would  defe»*  to  the  exchange  on  some  of  these  answers,  bui  it  is 
also  a  question  of  letting  the  exchange  know  who  those  children 
are.  They  need  to  get  that  support  from  the  other  states  and  from 
local  agencies  who  are  aware  of  children  in  Colorado  or  in  another 

State.  1  i_  J 

Senator  Dknton.  Recognizing  that  it  is  not  easy  to  find  them  and 
that  we  really  cannot  count  the  number  of  special  needs  kids  out 
there,  it  does  seem  as  if  1  in  50  is  not  a  very  high  number  to  be 
aiming  toward,  you  know. 

Ms.  Hahdy.  I  should  also  add,  Mr.  Chairman,  that  there  are  re- 
gional exchanges  throughout  this  country  and  there  are  other  ex- 
changes. The  one  I  mentioned  in  Atlanta,  the  photo  listing,  has 
children  from  throughout  the  metropolitan  area  of  Atlanta  and 
throughout  Georgia.  So,  there  are  other  means  by  which  these  chil- 
dren are  identified. 

Senator  Dknton.  Does  the  administration  have  a  position  on  the 
expansion  of  the  responsibilities  of  the  Advisory  Board  on  Child 
Abuse  and  Neglect  to  include  adoption  opportunities? 

Ms.  Hardy.  We  are  looking  at  that  currently.  I  think  that  many 
of  these  issues  do  fall  into  the  area  of  child  abuse  and  neglect. 
There  are  some  people  who  are  serving  on  that  panel  who  are  cer- 
tainly interested  in  adoption  opportunities.  We  would  be  glad  to 
work  with  the  staff  and  look  at  that  positively.  ^ 

Senator  Dknton.  If  you  do  not  finally  decide  to  do  it  that  way» 
there  is  an  evident  need  for  coordination.  The  Office  of  Adolescent 
Pregnancy  under  Marjorie  Mecklenburg  operates  some  programs 
that  bear  on  adoption.  I  would  think  we  would  want  to  tie  this  co- 
ordination up  as  cozily  as  we  can.  ^ 

Do  you  have  any  idea  which  way  you  will  be  going  on  that.^ 

Ms'  Hakdy.  Well,  I  think  some  of  the  issues  you  have  just  men- 
tioned may  be  beyond  the  scope  of  the  specific  adoption  opportuni- 
ties program  that  we  have  talked  about  today,  but  they  certainly 
are  of  great  concern  to  us.  They  include  the  idea  of  trying  to  co- 
ordinate much  better  through  the  Secretary  and  at  the  secretarial 
level  so  that  it  crosses  many  of  the  operating  divisions— as  you 
know.  Marjorie  Mecklenburg  is  under  the  Assistant  Secretary  tor 
Health,  which  is  another  brangh  of  the  huge  HHS. 

We  try  and  work  together  closely.  We  are  aware  of  many  of  the 
issues  but  I  think  they  could  be  coordinated  through  the  Secretary, 
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aiui  })iittiiii4  ll);it  kind  ol'  langua^^'  in  the  law  would  be  very  posi- 
tive. 

Senator  Dknton  S.  would  require  the  Secretary  to  review 
the  Model  State  Adoption  Act  and  to  make  any  changes  necessary 
to  racilitate  the  adoption  opportunities  of  special  needs  children. 

As  you  know,  in  the  Bloomington,  111.,  Baby  Doe  case  the  parents 
did  not  terminate  their  parental  rights  in  order  to  allow  the  child 
lo  be  ado  J)  ted  by  parents  standing  by  who  wuuld  have  allowed  the 
necessary  treatment  to  be  performed. 

Would  it  be  i)ossible  to  add  language  to  the  Model  State  Adoption 
Act  that  would  provide  that  parents  who  refuse  to  allow  medically 
indicated  treatment,  and  that  means  undebatably  medically  indi- 
cated, to  be  performed  on  a  child  who  will  more  than  likely  not,  as 
a  result,  die  in  a  short  period  of  time — oy  that  refusal  to  permit 
tlie  treatment  would  terminate  their  parental  rights. 

Would  you  add  language  to  that  effect?  That  was  something  that 
was  recommended  by  a  number  of  previous  witnesses  and  they  all 
seemed  to  nod  in  agreement  not  oniy  at  the  witness  table  but  also 
around  the  room  on  that  subject.  They  seemed  to  recognize  that 
the  ell i id  is  going  to  die  anyway. 

The  [)arent  would  automatically  relinquish  his  or  her  parental 
rights  at  a  time  very  early  in  the  process.  If  there  are  adoptive  par- 
ents available  and  ordinary  medical  treatment  available  which 
could  permit  the  child  to  live,  why  not  terminate  the  parental 
rights  in  time  to  save  the  life  of  the  child  to  achieve  the  adoption, 
and  to  [)erforin  the  operation? 

Ms.  liAunv.  WelK  I  think  that  is  in  concert  with  what  the  De- 
f)artment  has  done  and  the  Department *s  testimony  to  Congress  in 
terms  of  tin*  whole  Baby  Doe  issue. 

In  terms  of  opeiiing  up  the  model  S:ate  adoption  code,  we  would 
be  glad  lo  look  into  that.  I  think  there  are  some  experts  around 
that  we  would  want  to  consult.  I  do  not  have  specific  language  on 
that,  but  I  think  we  could  look  at  the  model  State  adoption  code. 

Senator  DnsroN.  We  could  i)ut  it  in  our  language:  we  have  not 
written  it  yet.  If  you  do  not  have  any  objection,  we  will  do  so,  and 
hope  til  at  you  all  change  it  in  any  way  you  see  Ht.  That  just  seems 
to  make  a  lot  of  sense. 

Ms.  Hardy.  All  right.  W^ell,  we  will  look  forward  to  working  with 
you  on  that. 

Senator  •I)K\Tf)N.  I  just  thought  of  this  last  night  when  we  were 
reviewing  the  (juestions,  and  so  we  do  not  have  it  in  there  right 
now. 

What  is  the  single  biggest  obstacle  to  adoption?  I  read  in  an  arti- 
cle in  Working  Woman  that  abortion  has  not  decreased  the 
number  of  available  children  free  for  adoption.  The  article  contend- 
ed that  adoption  is  difficult  today  because  most  single  mothers 
choose  U)  keej)  and  raise  their  babies.  It  is  commonly  known  that 
only  f)  i)ercent  of  teenage  unwed  mothers  choose  an  adoption  plan 
for  their  babies  Is  this  the  result  of  family  planning  counseling 
that  presents  adoption  in  a  negative  light? 

My  own  experience  would  be  that  it  is  not  necessarily  that,  but  it 
has  just  become  a  more  peer  pressure  or  peer  opinion  type  of  thing. 

Excuse  me;  go  ahead. 
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Ms  Haudy  I  was  RoinK  to  add  to  that  that  it  has  becomt  more 
acceplablf.  I  think,  in  terms  of  society  for  that  teenage  parent  to 
keep  that  child.  We  are  having  less  children  in  terms  of  newborns 
in  Mie  foster  care  and  adoption  system. 

However,  the  children  that  we  have  in  the  system  already  here, 
which  we  have  been  trying  to  focus  on  so  much  through  this  na- 
tional adoption  initiative-I  am  really  trying  to  worry  about  them 
lust  and  see  if  we  cannot  move  them  out  of  foster  care  and  mto 
homes.  There  are  not  as  many  newborns,  certainly,  coming  into  the 

^^Scmator  Dknton.  It  is  my  understanding  that  family  planning 
counseling  does  too  often  emphasize  the  horrors  of  being  an  unmar- 
ried voung  mother,  rendering  the  alternative  of  abortion  apparent- 
Iv  preferable,  with  inadequate  counseling  not  presenting  adoption 
a"s  a  compassionate  choice.  As  you  know,  the  adolescent  family  lile 
bill  tends  to  do  something  to  correct  that.  ,  ,  ^   .  ,      ,  ,  • 

I  would  think  from  your  position  that  you  would  be  interested  m 
getting  correction  to  that  kind  of  counseling.  You  know,  these  are 
not  even  special  needs  babies;  these  are  babies  that  are  not  permit- 
ted to  be  born  and  we  have  people  waiting  to  adopt  them.  Yet,  they 
effectively  are  advised  to  abort. 

Ms.  Hardy.  Yes.  ,       .     ^,       ■  ■       i-  ^u 

Senator  Dknton.  I  am  interested  in  knowing  the  origins  ol  the 
adoption  process,  which  obviously  starts  with  the  natural  parents. 
Statistics  show  that  most  single  women  are  choosing  either  to  rear 

their  babies  or  abort  them.  .  r    .        -i  ui  f„ 

The  number  of  sought-after  healthy  white  infants  available  for 
adoption  has  decreased  dramatically  in  recent  years.  It  seems  that 
most  children  who  are  free  for  adoption  or  who  are  in  foster  care 
are  special  needs  children.  „,,f^:j^ 
What  causes  the  parents  of  these  children  to  place  them  outside 
the  natural  home?  What  are  the  motivations?  Are  the  financial  or 
emotional  burdens  overwhelming?  Is  it  an  irresponsibility  or  insen- 
sitivily  to  the  requirements  of  child  rearing  on  the  part  of  the.nat- 

"'is  fh^'dterall  breakdown  of  the  family  and  traditional  values 
contributing  to  a  lack  of  commitment  by  the  natural  parents/-  How 
would  vou  view  that  motivational  genesis? 

Ms.  ■Haudy.  I  think  all  of  the  possible  reasons  that  you  have 
listed  are  certainly  part  of  that.  I  also  believe  that  when  we  look  at 
the  whole  foster  care  population,  one  of  the  concerns-and  that  is 
whv  I  mentioned  Public  Law  !){;-272-is  that  many  of  the  children 
in  ibster  care  have  been  there  a  long  time,  and  they  have  therefore 
become  special  needs  children  in  our  broad  definition. 

They  have  been,  maybe,  in  (i  homes  in  10  years  or  10  homes  in  10 
year-  "  So  they  therefore  have,  you  could  say,  an  emotional  handi- 
cap and  often  become  difficult  for  very  valid  reasons. 

Th(>y  mav  not  have  started  out  as  a  special  needs  child.  The 
r,.ason  that^they  went  into  foster  care  may  have  been  abuse  a  need 
to  separate,  problems  in  the  family;  it  could  be  abandonment. 

lieauise  they  have  been  in  foster  care  so  long,  it  also  gets  worse. 
1  think  with  the  reforms  that  we  were  able  to  piit  in,  which  Con- 
gress mandated  in  Public  Law  i)fi-272,  we  are  seeing  a  decrease  m 
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this.  We  are  soeing  a  decrease  in  foster  care  and  we  are  seeing  an 
increase  in  moving  these  children  out. 

Senator  Denton.  Well,  I  certainly  admire  what  you  have  been 
doing,  and  I  admire  the  work  of  people  in  this  field.  I  do  get  the 
feeling  as  I  progress  through  these  hearings,  which  are  apparently, 
ostensibly  nonrelated,  such  as  adoption,  child  abuse,  and  adolescent 
pregnancy,  that  they  are  indeed  related;  that  there  is  a  proclivity 
for  seeing  only  the  symptoms  of  a  more  central  problem  which  the 
Government  is  not  addressing  at  all,  which  deals  with  perhaps 
those  values  I  mentioned  in  the  first  place. 

I  do  not  say  this  as  a  moralist,  but  more  or  less  as  an. historian. 
You  cannot  drop  the  idea  of  loving  your  neighbor  as  yourself  or  the 
nuclear  family  bonds,  or  drop  the  sense  of  responsibility  toward 
your  own  child  and  the  respect  for  human  life. 

That  transcends  any  other  kind  of  consideration,  such  as  your 
own  quality  of  life — me,  self-fulfillment,  how  much  fun  am  I 
having?  I  do  not  know  what  the  Government  can  do  about  any  of 
t  hat ,  but  1  have  heard  about  it  so  many  times. 

For  example,  in  the  juvenile  delinquency  field,  I  heard  a  boy 
from  the  Bronx  talking  about  why  the  kids  were  so  tough  up  there; 
he  was  a  guardian  angel.  He  said,  "Well,  because  we  have  lousy 
role  models,  the  television  and  the  movies  and  the  books  all  give  us 
the  wrong  things  to  admire.  We  are  having  slowly  drained  out  of 
us  that  which  we  were  born  with — a  certain  feeling  of  love  and  re- 
spect for  authority,  and  order  and  family,  and  so  forth." 

We  used  to  have  Government  codes  about  things  like  that  in  var- 
ious fields — the  FCC,  and  so  forth.  I  would  be  a  very  unlikely  can- 
didate to  bring  that  back  up  effectively,  but  I  think  somebody 
ought  to.  because  it  is  not  promoting  the  general  welfare.  One  of 
the  responsibilities  of  Government  is  not  to  permit  that  sort  of  na- 
tional prostitution  of  essential  values  to  go  on  as  it  is. 

We  are  ignoring  laws  on  the  books  right  now  with  respect  to,  ob- 
scenity and  pornography.  There  is  a  black  market  in  adoption,  1 
guess.  I  cannot  say  that  we  arc  ignoring  it,  but  I  do  get  the  frus- 
trated feeling  that  we  are  looking  very  carefully  and  conscientious- 
ly at  the  symptomatic  problems  and  not  at  the  central  core. 

Our  newspapers  and  the  very  tone  of  our  own  dialog  on  the  floor 
of  the  Senate  not  only  ignore  but  also  feed  the  fire  of  that  problem. 
That  is  my  own  personal  comment.  Do  you  have  any  feelings  on 
that  subject? 

Ms.  Hakdy.  I  would  just  comment  that  I  do  concur  with  you  in 
terms  of  the  philosophy  and  but  the  decrease,  perhaps,  in  our 
thoughts  about  values  and  society.  At  the  same  time,  I  am  not  sure 
that  I  have  the  answer,  given  the  role  of  any  government,  Federal. 
State,  or  local,  versus  the  role  of  the  individual,  versus  the  role  of 
society.  That  is  a  tough  question. 

Senator  Denton.  We  are  having  one  heck  of  a  time  just  getting 
prayer  in  schools,  for  example.  That  is  where  we  got  our  love  for 
one  another,  from  some  kind  of  moral  code. 

Ms.  Hardy.  I  agree  with  that. 

Senator  Denton.  That  is  what  every  society  does.  So,  I  do  think 
government  is  delinquent  in  some  respects  and  that  that  is  why 
these  problems  are  going  on.  But  I  agree,  too,  that  I  do  not  know 
what  the  answers  are.  It  is  a  democratic  voting  system  out  there  on 


the  tloor,  but  I  do  not  ttinik  our  people  would  h^we  us  vote  here  the 
wav  we  are. 

Well,  thank  you  very  much.  Ms.  Hardy. 

Ms.  H.MU)V.  thank  you. 

Senator  Oknton.  A^niin,  I  admire  what  you  are  domg  and  1  hope 
we  can  help  by  coooeratinL^  with  vou.  Senator  Dodd  has  submitted 
^ome  questions  to  be  entered  in  the  record  for  you  to  answer  m 
writing;  Ms,  Hardy.  Without  objection,  the  questions  will  be  en- 
tered and  I  will  ask  you  to  respond  to  them  in  writing  within  10 
davs,  if  vou  will.  There  are  four  questions.    "  t        u  i 

As  1  call  the  names  of  the  second  panel  of  witnesses,  I  would  ask 
them  to  move  to  the  table:  Marlene  Piasecki,  director  of  the  Na- 
tional Adoption  Exchange;  Toni  McHugh,  National  Committee  for 
Adoption;  and  Knthy  Sreedhan  adoption  representative  of  Mother 

Teresa.  .  ,  ,  ,  i 

I  will  ask  Ms.  Piasecki  to  begin  with  her  oral  remarks. 

^IViKMHNT    OF    MARLKNK    IMASKCKI,    DIRKCTOR,  NATIONAL 
VDOPTION  KX('IIAN(;H:  TONI  McHlUiH,  CHAIRMAN,  BOARD  OF 
i)IRF(T()RS   NATIONAL  COMMHTKH  FOR  ADOPTION,  ACCOM- 
PANIFI)    RV    (ANDACK    MUKLLKR,    DIRECTOR    FOR  PUBLIC 
POLICY  AND  PROFESSIONAL  PRACTICE,  NATIONAL  COMMIT- 
THE  FOR  ADOPTION:  AND  KATIIY  i^REEDHAR,  ADOI^TION  REP- 
RESENT.ATIVE,  MISSIONARIES  OF  CHARITY,  A  PANEL 
Ms.  PiASKCKi.  Thank  you.  Mr.  Chairman,  1  appreciate  the  oppor- 
tunitv  to  appear  before  this  subcommittee  to  discuss  the  reauthori- 
zation of  the  Child  Abuse  Prevention  and  Treatment  Act  and  Adop- 
tion Reform  Act.  I  will  address  my  comments  to  title  II  of  the  act, 
Ado[)l  ion  Opportunities.  .  . 

Sirce  its  original  passage  in  1978,  the  provisions  of  title  11  have 
help-'d  to  eliminate  barriers  to  adoption  and  to  provide  permanent 
and  ioving  homes  for  waiting  children,  particularly  children  with 
special  needs.  As  a  result  of  the  training,  technical  assistance,  and 
demonstration  projects,  thousands  of  children  with  special  needs 

have  been  adopted.  ,  i    •    i  j- 

^rhis  has  been  accomplished  through  several  methods,  including 
ihr  training  of  social  workers  and  child  welfare  administrators  who 
have  responded  by  helping  to  find  and  prepare  families  for  the 
challenges  of  adoption. 

In  addition,  many  new  adoptive  parent  groups  vvere  formed 
through  the  efforts  of  the  adoption  resource  centers.  These  volun- 
tarv  i)arent  groufxs  now  speak  out  for- the  children  in  their  own 
communities,  encourage  responsible  planning  for  waiting  children, 
and  donate  their  time  to  recruit  and  counsel  new  adoptive  families. 

Despite  this  impressive  record  of  success,  there  are  still  over 
no  ()()()  children  who  are  legally  free  for  adoption.  These  children 
are  legal  orphans  with  only  the  States  as  parents.  They  are  waiting 
for  us  to  find  the  families  they  can  call  their  own. 

The  National  Adoption  Exchange,  with  your  assistance,  has  ac- 
cepted this  challenge.  As  an  exchange,  we  offer  these  basic  serv- 
ices* Adoption  information,  multimedia  recruitment,  registration  of 
children  and  families,  match  referral,  and  technical  consultation. 
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Kach  MTvicf  has  bcvn  (icvclopecl  to  a^luress  barriers  which  stand 
in  the  way  of  permanence  Ibr  children.  Among  the  barriers  is  inad- 
etiiiate  information.  Many  States  have  not  yet  identified  the  legally 
iVee  children  who  are  waiting  for  adoption. 

Without  accounting  of  each  of  the  ")(),{)(){)  waiting  children — 
children  For  whom  tlie  States  draw  Federal  moneys — adequate  per- 
iviaiiency  planning  and  adoption  services  cannot  be  developed  or 
dcliverrd.  And  without  an  accounting,  adoptive  families  themselves 
liave  (iilTiculty  obtaining  information  about  the  children  who  are 
waiting  tt)  be  adoi^ted. 

On  April  4,  lilSo,  the  National  Adoption  Exchange  received  a 
Inter  iVom  a  i)ros[)ective  parent  after  he  had  contacted  a  local 
adoption  agency  in  Michigan.  lie  wrote,  "I  explained  my  situation 
and  was  told  that  there  are  no  white,  older,  handicapped  children 
in  Michigan.  What  a  negative  answer  they  gave  me;  no  wonder  you 
have  trouble  adoi)ti ng  children.'' 

At  the  National  Exchange,  we  are  working  to  improve  the  qual- 
ity and  availal>ility  of  information  about  adoption  through  our  reg- 
istration procedures  and  through  national  i*ecru  it  merit  and  public 
P'lations  campaigns. 

No  waiting  children  are  restricted  from  our  program.  State  and 
local  agencies  determine  which  children  will  require  the  services  of 
the  National  Exchange.  In  each  State,  special  needs  are  identified 
according  to  local  standards.  Whenever  a  child  is  at  risk  of  contin- 
ued, expensive  out-of-home  placement,  we  are  ready  to  work  to  find 
:i  permanent  liome. 

Once  the  National  Exchange  receives  a  registration  for  a  waiting 
child,  we  put  that  information  in  the  hands  of  waiting  families.  We 
tie  this  by  registei'ing  families  who  are  studied  for  adoption,  and 
then  matching  these  families  with  waiting  children. 

By  permitting  direct  self-registration  of  families,  we  enable  them 
to  take  the  first  step  in  finding  their  own  child.  Self-registration 
als{)  combats  a  major  barrier  to  the  adoption  of  minority  children — 
the  saving  (>f  families.  We  have  found  that  many  organizations 
v.'hich  a[)pr()ve  families  for  adoption  will  not  share  information 
about  those  fami'ies.  particularly  minority  families.  They  are 
saving  them  until  a  child  becomes  available  who  is  currently  in 
t heir  own  custody. 

While  this  seems  harmless,  it  leaves  many  children  without  fam- 
ilies while  prospective  parents  wait.  The  registration  procedures  es- 
tablished l)y  the  National  Adoption  Exchange  bridges  the  gap  be- 
tween the  families  and  the  children. 

While  communities  must  make  plans  to  care  for  their  own  chil- 
dren, tliey  must  also  be  willing  to  seek  and  to  share  family  re- 
sources beyond  their  own  boundaries.  Are  we  to  continue  to  institu- 
tionalize our  children  because  the  family  they  need  belongs  to  an- 
other agency  1^0  or  \A)W  miles  away? 

I  am  not  suggesting  that  we  look  too  far  afield  to  find  good 
homes  for  children,  but  concentrated,  innovative  marketing  strate- 
gies are  needed  to  bring  forth  the  families  which  have  been  over- 
looked by  traditional  recruitment  practices. 

Greater  cooperation  among  agencies  is  essential  to  insuring  that 
these  families  beccino  a  resource  for  any  child,  without  regard  to 
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geography.  Through  the  use  of  media  resources,  the  National  Ex- 
change has  improved  access  to  information  about  adoption. 

In  February,  we  sent  almost  2,000  press  releases  to  daily  and  mi- 
nority newspapers,  telling  the  story  of  special  needs  adoption  and 
how  familit^s  can  respond.  Later  this  month,  NBCs  "Today  Show" 
will  begin  a  4-week  waiting  child  feature,  bringing  the  children 
themselves  to  over  6  million  viewers. 

While  we  are  excited  about  our  success  in  bringing  information 
about  adoption  to  large  numbers  of  prospective  adoptive  parents, 
we  are  also  concerned  about  the  services  which  are  available  when 
families  respond. 

Many  exchanges  around  the  country  have  reported  that  families 
have  a  difficult  time  getting  homestudies,  even  those  families  who 
are  willing  to  accept  our  most  hard  to  place  children. 

All  too  often,  agency  requirements  exclude  from  the  adoption 
process  whole  groups  of  families,  particularly  minority  families. 
The  need  to  respond  positively  when  minority  families  step  forward 
is  doubly  important,  since  minority  children  are  vastly  overrepre- 
sented  in  the  total  number  of  children  who  wait.  Until  agencies  im- 
prov^e  their  respoi:;;e  to  these  families,  the  overrepresentation  of 
minority  children  will  remain. 

The  national  black  pulse  study  conducted  by  the  Urban  League 
showed  that  a  very  large  number  of  black  families  are  willing  to 
adopt.  Special  recruitment  projects  currently  funded  by  this  act 
similarly  have  found  that  when  information  about  the  children 
who  are  waiting  is  presented  to  the  minority  community,  families 
respond. 

We  have  set  as  one  of  our  own  top  priorities  the  recruitment  of 
minority  families  and  the  delivery  of  assistance  to  these  families  as 
they  seek  homestudies. 

In  addition  to  these  informational  barriers,  there  are  significant 
fiscal  barriers  to  the  adoption  of  special  needs  children.  Although 
Federal  support  for  adoption  subsidy  has  greatly  increased  adop- 
tion opportunities,  it  is  not  without  problems. 

Of  particular  concern  to  the  families  who  are  adopting  is  the 
availability  of  medical  assistance  payments  and  medical  insurance. 
In  our  very  mobile  society,  many  families  move  across  State  lines 
after  they  have  adopted,  or  they  choose  a  child  from  a  State  other 
than  their  own. 

These  families,  while  certain  that  monthly  maintenance  will 
follow  the  child,  are  less  certain  about  medical  assistance  through 
medicaid.  The  problem  rests  not  in  a  change  of  eligibility,  but  in 
the  unwillingness  of  health  and  service  providers  to  accept  the 
medicaid  card  issued  by  a  State  other  than  the  State  in  which  they 
are  located. 

Thus,  families  who  do  not  fear  a  child's  handicap  do  fear  their 
own  ability  to  provide  medical  care  for  that  child  when  they  are 
not  assured  that  medicaid  will  be  a  viable  source  of  medical  treat- 
ment. For  our  most  handicapped  children,  we  must  insure  ade- 
quate medical  coverage. 

Another  fiscal  problem  is  the  lack  of  purchase  of  service  agree- 
ments between  public  and  private  agencies  for  special  needs  adop- 
tion services.  Counties  and  States  which  are  quite  willing  to  pay  for 
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foster  aiui  institutional  care  on  an  indefinite  basis  are  often  unwill- 
ing to  pay  a  one-tinu*  fee  for  adoption  services. 

Another  barrier  to  the  adoption  of  special  children  is  the  lack  of 
postadoption  services.  Although  many  agencies  which  make  place- 
ments continue  to  provide  supportive  services  after  the  adoption 
has  been  finalized,  the  national  need  for  training  in  postadoption 
services  will  increase  as  we  are  successful  in  achieving  higher  rates 
of  placement  of  more  severely  handicapped  and  troubled  children. 

Despite  the  very  real,  continuing  impact  of  these  barriers,  we  see 
clear  and  dramatic  changes  in  adoF)tion  practices.  Many  children 
considered  unadoptable  a  few  years  ago  are  living  in  permanent 
homes.  Many  c'sabilities,  such  as  Downs  syndrome,  once  seen  as 
leading  to  institutionalization  are  now  accepted  by  large  numbers 
of  adoptive  families. 

Since  its  inception,  the  National  Exchange  has  found  a  tremen- 
dous need  for  its  services,  and  we  are  building  relationships  with 
both  the  public  and  private  sectors  in  order  to  meet  that  need. 

P'or  example,  we  have  quickly  become  a  central  place  for  infor- 
mation about  adoption.  We  have  strong  relationships  with  the 
mt»dia  so  that  both  families  and  agencies  know  about  the  exchange 
and  feel  comfortable  in  calling  us  for  assistance. 

Just  last  month,  three  full  pagesMn  the  National  Leader,  a  na- 
tional black  newspaper,  were  focused  on  the  minority  children  who 
wait  and  bow  families  can  contact  the  National  Exchange. 

We  are  also  working  closely  with  our  colleagues  in  the  field  of 
adoption.  A  child  welfare  advisory  group,  representing  exchanges, 
adoption  agencies  and  State  governments,  has  helped  us  to  develop 
procedures  and  policies  which  make  the  exchange  a  viable  member 
of  the  broad  network  of  adoption  services. 

We  are  work'  ig  hard  to  develop  special  relationships  with  the 
corporate  sector.  We  believe  strongly  that  there  is  a  place  for 
AmV'r\.,  va  industry  and  business  in  promoting  the  adoption  of  spe- 
cial needs  children  and  supporting  the  efforts  of  adoption  pro- 
grams. 

The  National  Exchange  has  formed  a  corporate  advisory  group 
and  members  have  already  played  a  significant  role  in  making  the 
exchange  a  success.  Christel  DeHaan,  president  of  Vacation  Hori- 
zons International  and  executive  vice  president  of  Resort  Condo- 
miniums International,  has  made  a  personal  commitment  to  the 
cause  of  children  who  wait.  She  and  her  senior  corporate  staff  have 
provided  extensive  assistance  in  the  development  of  appropriate 
computer  technology  and  the  use  of  communications  media 

Her  experienced  management  staff  has  helped  to  plan  for  auto- 
mation of  the  exchange.  They  have  helped  us  analyze  our  tele- 
phone systems,  and  are  helping  to  meet  the  challenge  of  providing 
high-quality  services  using  the  best  of  today's  technologies. 

CTE  Corp.  has  also  provided  extensive  support  and  assistance.  C. 
Thomas  Taylor,  vice  president  and  general  manager  of  GTE  Te- 
lenet, made  Telemail,  a  national  telecommunications  network, 
available  to  the  exchange  for  testing  as  a  24-hour  communications 
and  data  bank  system. 

GTE  staff  have  worked  closely  with  our  own  professional  and 
technical  personnel  to  develop  a  system  which  refiects  the  informa- 
tion needs  of  adoptive  families  and  adoption  agencies. 
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Business  is  responding  iind  corporate  leadership  has  made  a  dif- 
ference in  the  way  we  do  business  and  in  the  range  of  services  we 
can  offer. 

Even  with  these  accomplishments,  many  important  questions 
that  affect  our  ability  to  provide  services  are  unanswered.  What 
makes  adoption  work,  and  why  are  so  many  children  still  waiting? 

To  help  find  answers,  we  have  brought  together,  at  their  own  ex- 
pense, a  group  of  research  professionals  who  are  advising  us  on  the 
kinds  of  questions  which  need  to  be  asked  to  improve  exchange 
services.  Under  the  leadership  of  Robert  Hill,  associate  director  of 
the  Washington  Bureau  of  Social  Science  Research,  the  research 
advisory  group  will  also  participate  in  the  evaluation  of  the  ex- 
change. 

In  closing,  I  would  like  to  say  that  the  passage  of  the  act  before 
you  has  brought  about  significant  changes  in  the  practices  of  adop- 
tion. Congress  has  challenged  each  of  us  as  parents,  workers  and 
administrators  to  make  good  use  of  new  resources,  and  we  have 
been  challenged  to  find  new  sources  of  support  and  new  and  more 
efficient  ways  of  doing  business. 

Adoption  services  today  are  more  competitive,  more  focused  on 
special  needs  children.  We  need  competition  and  we  need  excel- 
lence. There  is  always  a  market  for  better  programs,  programs  that 
are  more  suited  to  the  demands  of  today's  children  and  today's 
families. 

In  all  of  those  programs,  we  require  a  sense  of  commitment  and 
a  striving  for  excellence.  We  believe  that  that  means  bringing  to- 
gether the  best  practice  in  our  profession,  the  knowledge  from  the 
field  of  child  welfare,  the  technical  expertise  and  assistance  that 
America's  businesses  can  lend,  and  the  hearts  of  the  families  who 
make  these  children  their  own.  Reauthorization  of  Public  Law  95- 
2()()  will  make  possible  the  continued  efforts  of  these  groups  and 
the  achievement  of  permanent  homes  for  children. 

Mr.  Chairman,  thank  you  for  letting  me  speak  today. 

[The  prepared  statement  of  Ms.  Piasecki  follows:] 

PHKrAHKl>  StATKMKNT  OK  MaIU.KSK  PlASVXKl,  DlKKCTOH,  NATION Al  AdoITUIN 
EXCMANCK.  PhILADKLPHIA,  Pa. 

Mr.  Chiiirman.  I  apprccinte  the  opportunity  to  appear  before  this  distinguished 
subcommittee  to  discuss  the  reauthorization  of  the  Child  Abuse  Prevention  and 
Treatment  Act  and  Adoption  Reform  Act.  I  will  address  my  comments  to  Title  II  of 
the  Act— Adoption  Opportunities. 

Since  its  original  passage  in  1I)7S.  the  provision  of  Title  II  have  helped  to  elimi- 
nate barriers  to  adoption  and  to  provide  permanent  and  k»vinK  homes  for  waiting 
children,  particularly  children  with  special  needs. 

.As  a  result  of  training,  technical  assistance  and  demonstrat  ion  projects,  thousands 
of  children  with  special  needs  have  been  adopted.  This  has  been  accomplished 
through  several  methods,  including  the  training  of  social  workers  and  child  welfare 
administrators.  They  have  responded  by  helping  to  find  and  prepare  families  for  the 
challenges  of  adoption.  Importantly  many  new  adoptive  parent  f^roups  were  formed 
throu|L?h  the  efforts  of  the  Adoption  Resource  Centers.  These  voluntary  parent 
groups  speak  out  for  the  children  in  their  own  communities,  encourage  responsible 
planning  for  waiting'  children  and  donate  their  time  to  recruit  and  counsel  new 
adoptive  families. 

The  impressive  record  of  success  of  this  Act  has  set  the  stnf^e  for  significantly  im- 
proving the  opportunities  for  special  needs  children.  Where  we  have  formed  SOO 
parent  groups,  hundreds  more  are  needed.  Where  we  have  trained  a  few  thousand 
workers,  many  more  could  be  prepared  to  better  sr^rve  these  young  clients. 
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Today,  over  r)i),i)()i)  children  ;irc  IrKnllv  IVee  lor  adoption  in  this  country.  These 
children  are  le^al  yrphans  with  only  the  states  [is  parents.  Some  have  brothers  and 
sisters,  other  are  without  any  family.  They  [ire  wailing  for  us  to  find  the  families 
they  cjin  call  their  own. 

The  NalioiiJil  Adoption  Kxch[inge.  with  your  [issist[ince.  has  [iccepted  this  chal- 
lenge. As  an  Kxch[inge  we  offer  six  basic  services,  (1)  adoption  information  (2)  multi- 
niediii  recruitment  {li)  registnition  of  children  and  families  M)  match/refernil,  [ind 
(."»)  lechniciU  consulljition.  Hjich  service  has  been  developed  to  address  barriers 
which  stanil  in  the  wiiy  of  [)ermiinence  for  children. 

MAKKIKUS  TO  ADOITION 

The  llrst  set  of  barriers  [ire  information[il.  Miiny  states  have  not  identified  the 
legally  free  children  who  iire  waiting  for  adoption.  Without  an  [accounting  of  each  of 
the  riiiJiOl)  w[iiting  children,  children  for  whom  the  states  draw  federal  monies,  [ide- 
quaie  permanency  pkinning  and  [idoption  services  cannot  be  developed  or  delivered. 

Often,  adoptive  f[imilies  h[ive  difficulty  obt[iining  information  about  the  children 
waiting  to  be  [idupted.  On  April  1,  l!KS;i  the  Nation[il  Adoption  Exchange  received  a 
letter  from  [i  prospective  parent  [ifter  he  contacted  [i  local  adoption  agency  in  Michi- 
gan. He  s[iid:  "1  expUiined  my  situation  and  was  told  that  there  are  no  white,  older, 
handicapped  children  in  Michigan.  \Vh[it  a  negative  answer  they  g[ive  me.  No 
wonder  you  have  trouble  adopting  children," 

.At  the  N[iti(in[il  Adoption  Exchange,  we  are  working  to  improve  the  quality  and 
availability  of  infonn[ition  about  [idOption  through  our  registration  procedures  and 
through  national  recruitment  and  public  rehitions  campaigns. 

No  w[iitirig  children  Jire  restricted  from  our  prognim.  St[ite  [md  local  [igencies  de- 
termine which  children  require  the  services  of  the  National  Exchange,  For  states 
like  New  York,  with  1,(HH)  w[iiting  children,  a  national  [ludience  of  prospective  par- 
ents is  critical.  In  ejich  stiite,  however,  special  needs  are  identified  according  to  local 
st[intl[irds.  Thus  children  [ire  not  denied  services  because  they  do  not  meet  some  ex- 
ternjiUy  imposed  criteriii. 

Whenever  ii  child  is  [it  risk  of  continued,  expensive  out-of-home  placement,  we  are 
rejidy  to  find  a  perniiinent  home. 

Once  the  Nalion[il  Ado|)tion  Exchange  receives  a  registration  for  a  waiting  child, 
wi'  must  put  thjit  information  in  the  hands  of  W[iiting  families.  We  do  this  in  two 
ways.  The  first  is  by  registering  f[imilies  who  are  studied  and  approved  for  adoption 
jind  then  niiitching  these  families  with  waiting  children.  The  families  are  active 
partners  in  this  process.  By  permitting  direct  self-registration  of  families  we  enable 
families  to  take  the  first  step  in  finding  their  own  child.  Self  registration  of  families 
also  combjils  a  niiijor  bjirrier  to  the  adoption  of  minority  children — the  saving  or 
hoarding  of  families.  We  have  found  that  m[uiy  organizations  which  approve  f[i mi- 
lies  for  [idoption  wi'l  iit)t  shiire  inform[ition  on  those  families,  particularly  minority 
families.  They  [ire  "s[iving*'  the  families  until  a  child  in  their  custody  becomes  avail- 
[ible.  Wliile  this  seems  like  [i  harmless  procedure  it  le[ives  m[uiy  children  without 
families  while  prt)spective  parents  W[iit.  knowing  that  children  are  avaihible.  The 
registnition  procedures  est[iblished  by  the  N[ition[il  Adoption  Exchange  bridge  the 
gap  between  the  families  and  the  children.  While  communities  must  make  plans  to 
Hire  for  their  own  children,  they  must  also  seek  and  share  family  resources  beyond 
their  own  hound[iries  for  those  children  who  require  speci[il  and  often  nire  families. 
Are  we  to  continue  to  institution[ilize  our  children  because  the  family  they  need 
"belongs"  to  [inother  public  or  priv[ite  [igency  ID  or  100  or  1,000  miles  away?  . 

1  do  not  meiin  to  suggest  th;it  we  need  look  too  far  afield  to  find  good  homes  for 
these  children.  One  of  the  most  important  lessons  we  and  our  sister  exi:hanges  have 
le[irne(l  is  the  richness  of  opportunities  in  our  own  backyards.  But  concentrated,  in- 
ni)V[itive.  m;irketing  techniques  [ire  needed  to  bring  forth  the  families  which  have 
been  overlooked  by  tniditional  recruitment  pnictices.  And  grer.ter  cooperation 
among  [igencies  is  "essential  to  insuring  th[it  these  families  become  a  resource  for 
[iny  child  without  regard  to  geography. 

Through  the  use  of  media  resources  the  National  Adoption  Exchange  has  im- 
proved [iccess  to  inform[ition  [ibout  special  needs  [idoption.  In  February,  the 
N[ition[il  Adoption  Exchange  .sent  almost  2,000  press  releases  to  daily  and  minority 
newsp[ipers  telling  the  story,  of  speci[il  needs  adoption  and  how  families  can  re- 
spond. M[iny  newspapers  ran  features  with  loc[il  tie-ins.  The  response  over  the  past 
six  weeks  h[is  been  tremendous,  with  calls  from  Iowa.  South  Texas,  Pennsylvania. 
North  Florid:i,  Oklahoma,  Californiii  :ind  m[iny  others. 

Liiter  this  month  NRC's  '*Tod[iy  Show"  will  begin  a  four-week  "waiting  child"  fea- 
ture, bringing  the  children  themselves  to  over  six  million  viewers. 
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While  we  are  excited  about  our  success  in  bringinK  information  about  adoption  to 
larKf  numbers  of  prospective  adoptive  parents,  we  are  also  concerned  about  the 
services  which  are  available  when  families  respond. 

Many  child  welfare  ortjanizations,  especially  adoption  exchanges  around  the  coun- 
try have  repo^ied  that  families  have  a  very  difficult  time  getting  homestudies-in- 
dudini;  families  who  would  be  willing  to  accept  our  most  hard  to  place  children. 

All  too  often  meaningless  agency  requirements  exclude  fr°™„';he  f  °ption  pr^^^^ 
whole  groups  of  families-particularly  minority  families.  The  need  to  respond  pos  ■ 
tively  when  minority  families  step  forward  is  doubly  important  since  minor  ty  ch  - 
dren  are  vastly  over  represented  in  the  total  number  of  children  who  wait.  Until 
agencies  improve  their  response  to  these  families,  the  over  representation  of  minor- 
itv  children  will  remain.  j  u      j  ^ 

The  National  Black  Pulse  study  conducted  by  the  Urban  League  showed  that  a 
very  large  number  of  black  families  are  willing  to  adopt.  Specia  recruitment  proj- 
ects currently  funded  by  the  Adoption  Opportunities  Act  similarly  have  found  that 
when  information  about  the  children  who  are  waiting  is  presented  to  the  m>no"ty 
community,  families  respond.  The  Black  Homes  for  Black  Children  project  has  ac- 
complished much  by  offering  a  real  alternative  to  traditional  agency  practices  which 
had  failed  to  bring  forth  what  have  now  proved  to  be  important  minority  resources. 
We  have  set  as  one  of  our  own  top  priorities  the  recruitment  of  minority  families 
and  the  delivery  of  assistance  to  these  families  as  they  seek  homestudies. 

Yet  we  need  to  know  about  how  families  are  being  served  once  they  begin  the 
process  of  a  homestudy.  In  collaboration  with  the  North  American  Council  on 
Adoptable  Children,  the  National  Exchange  will  be  contacting  families  whom  we 
have  referred  for  homestudies.  and  we  will  identify  those  barriers  which  these  fami- 
lies may  have  experienced.  By  compiling  this  information  and  sharing  it  ^vlth  the 
state"  we  feel  that  the  states  themselves  will  be  in  a  better  position  to  examine  how 
their  Dolicies  facilities  or  prevent  adoption  of  children.  „     ,u     •  * 

In  addit  ?n  to  hese  informational  barriers  there  are  significant  fiscal  barriers  to 
the  adop  on  of  special  needs  children.  Although  Federal  support  for  adoption  subsi- 
dy of  spedal  needs  children  has  greatly  increased  adoption  oPPort"n.t.es  adoption 
subsidy  is  not  without  problems.  Of  particular  concern  to  the  families  who  are 
adopting  IS  the  availability  of  medical  assistance  payments  and  medica  ■nsurance^ 
In  our  very  mobile  society,  many  families  move  state  'ines  af;ter  they  have 

adopted.  Other  families  dhoose  a  child  from  a  state  other  than  their  own  These 
families  can  be  quite  certain  that  monthly  maintenance  will  follow  the  child  to  any 
state.  However,  there  is  less  certainty  about  medical  assistance  through  Medicmd 
The  problem  rests  not  in  a  change  of  eligibility  but  in  he  fa''"^^^'"  P'j^^^^^^^^ 
coverage  by  another  state.  Health  and  service  providers  are  often  unwilling  to 
accep?^  Medicaid  card  issued  by  a  state  other  than  the  state  in  which  they  are  lo- 
cated. Thus  families  who  do  not  fear  a  child's  nandicap  rightly  f^ar  their  own  abi  i- 
ty  to  provide  medical  care  for  that  child  when  they  cannot  be  assured  that  Med^^id 
will  be  a  viable  source  of  medical  care.  For  our  most  handicapped  children  we  must 

ensure  adequate  medical  coverage.  „  ,  r  •  „„,oo,vontc  hpt^x;ppn 
Another  fiscal  problem  is  the  lack  of  purchase  of  service  agreements  between 
states  and  private  agencies  for  special  needs  adoption  s?rvices.  Counties  and  Ma  es 
which  are  Quite  willing  to  pay  for  foster  and  institutional  care  on  an  indel  nite 
ba«S  with  annuarbills  for  each  child  of  10.  20  and  over  30.000  dollars  are  unwilling 
to  paV  from  on^to  five  thousand  dollars  for  one  time  adoption  services.  One  of  the 
mp^or^tant  accomplishments  of  the  Adoption  Resource  Centers  was  their  train.ng  o 
both  public  and  private  agencies  about  purchase  of  service  and  how  >t  c°"ldja<:''' 
tate  Dlacements  And  we  request  purchase  of  service  information  when  children  are 
rlglte?^  in  part  to  stimulate  an  awareness  of  this  mechanism  as  one  which  will 

'^Wher' barrier the  adoption  of  special  children  is  the  lack  of  post  adoption 
serv^es  Althm^'h  many  agencies  which  make  placements  continue  to  provide  su p- 
Dort  ve  sen-ices  after  the  adoption  has  been  finalized,  the  national  need  for  training 
fn  ooItadrDtlfn  services  will  m  as  we  are  successful  in  achieving  higher  rates 

of  Dlacemente  of  ™  s^^^^^  handicapped  and  troubled  children  Again,  parent 
SoSsTd  other  voTun  organizations  can  play  critical  .^'^fj^ey  can  provide 
much  of  ?he  support  that  is  needed  by  families,  as  they  derive  their  expertise  from 
their  own  exoerience  as  the  parents  of  special  needs  children. 

DesDhe  the  very  real,  continuing  impact  of  these  barriers,  we  see  clear  and  dra- 
matic changes  in  adopt  on  practices.  Many  children  considered  unadoptable  a  few 
veare  ago  are  living  in  permanent  homes.  Many  disabilities,  such  as  Downs  Syn- 
drome, once  leenal.  leading  to  institutionalization  are  now  accepted  by  large  num- 
bers  of  adoptive  families. 
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Snii'i'  its  jruM'pt  ion.  tln'  NAK  has  found  a  tremendous  ne(*d  for  its  services.  For 
fXiunpk'.  the  l-'xchMii^*'  lias  (juifkly  Ix't'ome  a  central  place  for  iiiformation  about 
adoption.  \\v  have  emphasiz»*d  strong  relationships  with  the  media  so  that  both 
families  and  agencies  know  about  Exchange  services  and  feel  comfortable  in  calling 
fi)r  assistance. 

In  part,  changing  attitudes  about  adoption  is  a  function  of  our  presentation  of 
chiltiren.  Just  last  month,  three  full  pages  in  the  National  Leader,  a  national  black 
newspaper,  were  focused  on  the  minority  children  who  wait  and  how  families  can 
contact  the  National  Exchange.  A  full  page  of  photos,  including  older  children,  sib- 
ling groups  and  handicapped  children,  presented  a  rew  set  of  images  about  adoption 
and  encouraged  readers  to  s  »e  waiting  children  as  real,  individual  and  adoptable. 

We  found  that  many  newspaf;^:^  which  hnd  never  carried  a  story  about  special 
needs  adoption  were  willing  to  carry  ^-'^r  story.  Many  families  who  had  never  read 
ahout  special  needs  adoption  in  their  home  town  news  called  and  wrote  with  great 
excitement  saving.  "Can  I  adopt?  .  .  .  Who  can  I  adopt?  .  .  .  Where  do  I  go  for 
help'.^"  '  ■  • 

VVe  are  working  closely  with  our  colleagues  in  the  field.  A  Child  Welfare  Advisory 
group  represi-nting  exchanges,  adoption  agencies,  and  state  governments  have 
hel[)ed  us  to  develop  procedures  and  policies  which  make  the  Exchange  a  viable 
member  of  thi*  broader  network  of  adoption  services. 

We  are  working  hard  to  develop  special  relationships  with  the  corporate  sector. 
We  believe  strongly  that  there  is  a  place  for  American  industry  and  business  in  pro- 
moting the  adoption  of  special  needs  children  and  supporting  the  efforts  of  adoption 
programs.  The  National  Exchange  has  formed  a  Corporate  Advisory  Group  and 
i  iernhers  have  already  played  a  significant  role  in  making  the  Exchange  a  success. 
(  hristi'l  Deliaan.  I'resident  of  Vacation  Horizons  International  and  Executive  Vice 
President  of  Hesort  Condominiums  International  has  made  a  personal  commitment 
to  the  cause  of  children  who  wait, 

Mrs.  Dellaan's  companies  match  the  vacation  plans  of  over  200,000  families  with 
available  vacation  time  at  over  flOO  resorts  worldwide.  She,  and  her  senior  corporate 
stall,  have  provided  extensive  assistance  in  the  development  of  appropriate  comput- 
er techn{)logy  and  the  use  of  communications  media.  Her  experienced  management 
information  staff  has  helped  plan  for  automation  of  the  Exchange,  in  the  analysis  of 
our  telephone  systems  and  in  helping  to  meet  the  challenge  of  providing  high  qual- 
ity services  using  the  best  of  today's  technologies. 

(•TK  corporation  has  also  provided  extensive  support  and  a.ssistance.  C.  Thomas 
Taylor.  Vice  President  and  General  Manager  of  GTE  Telenet,  made  Telemail,  a  na- 
tional telecommunication!;  network,  available  to  the  Exchange  for  testing  as  a  24 
hours  a  day  c(»mmunications  and  data  bank  system.  To  date,  we  have  provided  dem- 
onstrations of  the  system  to  more  than  25  adoption  agencies  and  exchanges.  Each 
has  expressed  an  interest  in  joining  our  growing  national  network.  GTE  staff  have 
worked  clf)sely  with  our  own  professional  and  technical  personnel  to  develop  a 
system  which  reflects  the  information  needs  of  adoptive  families  and  adoption  agen- 
cies. The  .system  is  menu-driven  and  presents  easy-to-read  questions  and  statements. 
It  providi's  direct  access  to  our  information  about  specific  children  and  families. 

Other  corporate  executives  have  agreed  to  join  the  Exchange's  Corporate  Advisory 
Group.  The  agenda  for  this  group  includes  features  for  corporate  newspapers  about 
sj)ecial  needs  adoption,  development  of  adoption  benefit  plans,  technical  and  mone- 
tary contributions,  and  professional  consultation.  Business  is  responding  and  corpo- 
rate leadership  has  made  a  difference  in  the  way  we  do  business  and  in  the  range  of 
services  we  can  offer. 

Even  with  thi»se  accomplishments,  many  important  questions  that  affect  our  abili- 
ty to  provide  services  are  unanswered.  What'  makes  adoptions  work?  Why  are  so 
many  children  still  waiting?  To  help  Hnd  answers  we've  brought  together,  at  their 
own  expense,  a  group  of  research  professionals  who  advise  us  on  the  kinds  of  ques- 
tions which  need  to  be  asked  to  improve  exchange  services — both  our  own  and  the 
services  of  other  exchanges.  We  need  to  know  more  about  the  outcomes  of  adoptions 
and  the  ways  in  which  families  help  overcome  the  disabilities  and  insecurity  of  their 
new  members.  We  also  need  to  know  more  about  why  some  adoptions  fail,  and  how 
to  make  better  decisions  about  placements. 

Under  the  leadership  of  Robert  Hill.  Associate  Director  of  the  Washington  Bureau 
of  Social  Science  Research,  the  Research  Advisory  Group  will  also  participate  in  the 
evaluation  of  the  Exchange.  With  their  help  to  develop  performance  indicators,  we 
will  begin  an  analysis  of  how  well  we  respond  to  inquiries,  how  agencies  use  our 
services— and  most  importantly  how  well  we  facilitate  the  placement  of  waiting 
children. 
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(  irll  11  AlirSK  AND  Alxll-noN  SKUVICKS 

Wo  woi.Ul  als.,  Ilk.,  t..  .Law  ,  ■  U,  ihc  o.niu;cti,.n  lH.tw..(.n  our 

M,o.,so  to  chil.i  abuse  ami  iho  aci.n-.,on  of  special  lU'cds  dnldren.  t  ".>'!y;>i'i;':;"^.y'^^ 
t  u-M-  ar-..  unic'lat...!  Inpu's.  uicuped  toKOtht-r  under  this  pending  leKislation  beuuise 
eaeh  d.^als  with  duhln-n.  lUmever,  there  Ls  a  fundamental  and  srowing  mterrela- 
„.,Msl,ip  wl.ieh  links  ahus..  and  the  need  for  adoption  services.  •'>"'^''«'"«'y.."^"»;-'J 
and  -•verelv  neglected  children  are  listed  with  the  National  Exchange  i.nd  with  our 
>T  sIMer  ex'changes  across  the  nation.  For  these  victims  of  abuse  we  are  now  linding 
inanvv.Tv  special  families.  Fear  is  being  replaced  hy  love  .•,  .-^^ 

a1p'"H>  opportunities  are  also  nee.led  by  the  thousands  of  vic  ims  "[  'nstitution. 
al  abuse,  particularly  passive  instituti.^nal  abuse.  A««'«'"".^Secretary  Hardy  n  h^ 
„,arks  to  this  committee  on  March  '.I,  lilSli,  noted  the  critical  need  or  he  com  le- 
,j  a  national  stu.lv  of  abuse  -for  providing  assistance  to  iho  states  to  establish 
nn,ce.lures  t.)  ensure  "safety  iron,  deliberate  neglect.  Certainly  no  child  should 
.buffer  at  the  hands  of  persons  whom  we  have  selected  to  provide  for  heir  care  and 
we  support  this  effort  to  safeguard  against  the  abuse  and  exploitation  of  ha  di- 
c  ipped  chil.lren.  Vet  institutional  abuse,  the  almost  nmtine  and  continuing  consign- 
ett',  institutions  of  handicapped  children  who  could  be  placed  in  'o^  cr  or  adop- 
tive honies  must  end.  Whet,  given  the  opportunity  to  provide  adoption  services  wc 
have  seen  that  severely  disabled  children  can  be  accepted  into  new  permanent 
i,om-s  la  these  homes,  children  who  had  been  diagnosed  as  too  damaged  to  live  out- 
M.I..  an  instituti.,n  are  now  experiencing  their  real  potential  for  active  and  more 
complete  lives  Yet  in  state  after  state,  thousands  ol  mentally  retarded  and  physieal- 
Iv  handicapped  children  remain  in  institutions  because  almost  no  one  within  the  in- 
'ti  u  ional  system  even  considers  adoptive  placement.  And  once  institutionalized,  we 
IT  .  lorgl-t  their  abiliti..s.  and  make  it  all  too  easy  for  thesx-  children  o  become 
incPMsinglv  depeiulent  and  passive  institutional  victims  for  the  rest  of  their  lives^ 
The  human  and  e.^onoinic  costs  of  inappropriate  institutionalization  should  not  be 
tolerated 


re 
turn 


CONCLUSION 


In  closing  the  passage  of  the  act  before  you  has  brought  about  signineant  change 
in  he  >■■  iclic  o  ;,dopUo,,.  Congress  has  challenged  each  of  us  as  parents,  workers 
"d  administrators  to  m.ake  good  use  of  new  resources.  And  we  ^^'^^^^^'^ 
lenged  to  find  new  sources  of  support,  new  and  more  elficient  ways  of  doing  our 

'"'.Xption  services  today  are  more  competitive-more  focused  on  ^P'^^'^-^'^^^'-'lfj^^: 
dr en.  We  n.'e.l  compeliti<,n  and  we  need  excellence.  There  '«;''^7>;;^ J.^.f 
l,..,trr  programs,  pi  ograms  that  are  more  suited  to  the  demands  of  today  s  children 
.,,    today's  families  And  in  all  of  those  programs,  we  require  a  s'-",^^  °' 

nt  and  a  striving  for  excellence.  We  believe  that  means  bringing  together  the 
est  p,  cti  e  in  our  professions,  the  most  knowledge  that  sve  have,  in  the  field  of 
■hi  d  welfare  the  technical  expertise  and  assistance  that  Americas  busine.ss  can 

a  d  he' hearts  of  the  families  who  make  these  children  '^'Mr  own  Re-aut^K 
/.  Uion  of  Public  Law  ',ir,-2r,(;,  will  make  possible  the  continued  ellorts  of  these  groups 
and  the  achievement  of  permanent  homes  for  children  ..,hous-.nds 

1  have  spoken  a  great  d.-al  about  •■th.msands  ol  svailing  children    and  Ihou^^^^^ 
„(■  lamilies-  but  we  can  more  easily  understand  the  importance  of  the  [•.xehange  by 
looking  at  one  child  and  one  family  at  a  time.  .-,   u      ,.ii  q;-,-.. 

Tina  is  a  l:',  vear  old  girl  who  lived  with  her  birth  mother  until  she  was  ^^^^  -^^ 
IMvn  she  hved-with  a  n,imb,.r  of  different  loster  homes  and  syhile  ,^he  '"no^^d 
around  a  great  deal  she  retains  a  very  i>ositive  image  ol  hersell  and  a  desire  to  do 
w  .  sch..ol,  to  grow  up  an<l  to  serve  other  children  as  a  loster  mother,  lina  is  in 
go,  1  hvMCal  healtl,  but  she  needs  one  thing-and  that  s  a  permanent  homcv  On 
J  larv  -  t  ll'S:!,  Tinas  social  worker  registered  her  with  the  hxchang-e  hoping  o 
-  amilv.  dust  a  few  weeks  before,  a  very  fine  family  in  "aho  had  reg.slere^^ 

heinselv.s  vVith  us.  Thev  have  one  son  and  live  in  a  small  community.  The  mother 
k  VnVtsi.le  the  home  imd  enjoys  special  homemaking  ^™  ^ 

inL'  and  cooking.  The  father  coaches  his  sons  baseball  team  and  s  an  avid  home 
■n,:  ie  er  Thet  are  a  close  knit,  loving  and  supportive  fanuly-active     jheir  loca 
■hurih   On  ,la"nuarv  ^li,  I'.iSIl,  two  davs  after  Tina  was  registered,  the  National 
\  1,1  tion  Fxch'mge  this  family  to  Tina's  social  worker.  She  reviewed 

he  ea""rea.rds!^'s  w'.n  those  of  two  otlier  fanulies.  Next  week  Tina  is  going 
home  She's  going  from  Ohio  to  Idaho  to  become  part  of  a  permanent  family. 

(1  February  IS,  lilSli.  Cilberf,  an  el..-ven  month  old  boy  in  Florida,  was  registered 
wi  h  th.  National  Kxchange.  A  cute,  appealing  child  who  is  alert  and  responsive  to 
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olluTs,  C;ill)r'-t  has  iicrti  iii  losttT  rare  since  hv  was  hum.  Ilo  has  been  dia^;nosed  as 
having  "(i*'lavoti  motor  ilf vulopnu-nl"  aiui  ho  now  is  in  an  early  intervention  pro- 
f^ram.  The  services  of  this  i)ruKrani  are  already  helping;  him  to  improve  his  ability  to 
torus  his  eyes,  move  his  hands  and  pull  a  string  to  reach  a  toy.  Youn^;  Gilbert  needs 
a  home  now. 

On  Ki'hniarv  'SA,  Just  tlvo  days  after  Ctilber*  was  re^;islered.  a  sinj^le  adoj)tive 
juijther  frofn  I'enntiylvania  sent  her  rej^istration  to  the  National  KxchariKf.  She  said 
sii4'  was  -.viiiinu  to  rJecome  a  pa  rem  n*  i\  ciiiid  with  piiysiuai  disabiiiiies  or  conditions 
that  require  lonu  term  medication  or  special  treatment.  Gilbert  will  be  inovin^j  to 
his  new  home  this  week,  less  than  two  months  after  ho  was  registered  with  the  ICx- 
change. 

As  you  can  see  by  these  two  t.'xamples.  the  children  who  are  waiting  represent  a 
wide  range  oi'  needs.  The  families  who  are  responding  also  represent  a  great  volun- 
tary resource  which  we  cannot  afftjrd  to  ignore.  For  the  thousands  of  children  who 
now  wait,  we  would  hope  t*.-  be  able  to  say  to  them  as  we  can  for  Gilbert  and  Tina, 
they  are  ^'^o'lnii,  home. 

Senator  Dknton.  Thank  vou  verv  much.  Ms.  Piasecki. 
iMs.  MuHuKh. 

Ms.  McIluGiL  My  name  is  Toni  McHugh  and  I  am  the  chairman 
of  the  board  ef  directors  of  the  National  Committee  for  Adoption.  I 
aiTi  also  an  adoptive  parent.  I  have  served  on  the  board  for  2  years, 
aiui  dtirinu  that  time  I  have  also  served  as  cochairman  of  the  New 
Jersey  (.ommittee  for  Adoption,  which  is  a  State  alTiliate  of  the  Na- 
tional Committee  for  Adoption. 

Accompanying^  me  here  is  Candace  Mueller,  who  is  director  of 
public  policy  and  professional  practice  for  the  national  committee 
staff. 

As  an  adoptive  parent  and  on  behalf  of  the  committee's  board, 
member  at^encies  and  adoptive  families  in  the  committees  mem- 
bership, r  want  to  thank  you  very  much  for  letting  me  testify 
today. 

We  support  the  continuation  and  expansion  (jI'  the  adoption  op- 
portunities law.  and  have  discussed  several  barriers  to  positive 
adoption  services  in  our  written  statement,  which  I  would  like  to 
ask,  Chairman  Denton,  if  you  would  accept  for  the  record. 

Senator  Dknton.  We  shall,  thank  you, 

Ms.  Mcliuc.H.  Thank  you. 

For  the  time  1  have  alloted  to  me,  I  would  like  to  summarize 
'  some  of  ihe  main  barriers  which  the  committee  s  members  and 
mvself,  as  an  advocate  of  good  adoption  services,  have  observed.  I 
will  also  briefly  comment  on  the  ways  that  these  barriers  can  be 
overcome,  both  through  legislation  such  as  S.  1008  and  through  the 
work  ol  people  committed  to  promoting  adoption  as  a  loving, 
family-building  option.  Of  course,  1  will  be  happy  to  answer  any 
(jue.stions  that  you  or  anybody  else  might  have. 

The  National  Committee  for  Adoption  believes  that  the  delivery 
of  adoption  services  is  more  effective  and  costs  less  when  provided 
by  the  private  voluntary  sector.  Many  children  who  could  be  freed 
(or  adoption  and  placed*^  in  permanent  homes  are  caught  up  in  the 
web  of  the  public  agencies*  bureaucracies. 

II*  the  public  sector  would  assertively  develop  purchase  of  service 
arrangements  with  the  voluntary  adoption  agencies  for  the  sole 
purpose  of  increasing  the  number  of  children  freed  for  adoption 
and  successfully  placed  in  adoptive  homes,  I  think  we  would  see  an 
increase  in  the^number  of  children  adopted. 
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1  testified  last  December  in  the  New  Jersey  Legislature  on  this 
verv  issue,  recommending  that  the  New  Jersey  Department  of 
Youth  and  Family  Services  rely  upon  the  private,  nonprofit  agen- 
cies to  provide  home-finding  and  adoption  placement  services. 

So  many  children  in  New  Jersey's  foster  care  system  are  becom- 
ing special  needs  children  simply  because  the  present  system 
allows  too  much  time  to  pass  before  parents  who  are  assuniing  no 
responsibility  for  the  care  of  their  children  are  forced  to  relinquish 

their  rights.  ,     r>       4.       4.  r 

1  urge  this  subcommittee  to  recommend  to  the  Department  ot 
Health  and  Human  Services  that  the  issue  of  reprivatizing  adop- 
tion services  be  discussed  as  a  model  for  the  State  governments  to 

consider.  n  j  ^ 

We  also  believe  there  needs  to  be  a  review  of  the  current  oper- 
ations in  States  of  the  Interstate  Compact  for  the  Placement  of 
Children.  In  many  instances  experienced  by  our  members,  the 
Compact  procedures  have  hindered  rather  than  helped  the  speedy 
adoi)tion  of  children  across  State  lines.  Long  delays  in  processing 
the  forms,  loss  of  important,  confidential  documents,  and  improper 
handling  of  confidential  information  are  all  examples  of  the  nega- 
tive experiences  by  adoption  agencies. 

The  State  of  New  Jersey  has  not  entered  into  the  Interstate  Com- 
pact, and  based  upon  the  problems  that  I  have  cited  and  that  I 
havci  heard  from  other  agencies,  the  New  Jersey  Committee  for 
Adoption  would  not  want  the  State  to  participate.  ^ 

In  order  for  the  Interstate  Compact  to  really  help  the  adoption  ot 
children,  it  seems  to  us  that  the  review  process  needs  to  be  stream- 
lined for  networks  of  voluntary  and  public  licensed  agencies  work- 
ing with  exchanges  and  other  groups  to  see  that  a  waiting  child 
can  be  adopted  by  a  family  in  another  State. 

On  the  other  side  of  the  coin,  the  Compact  administrators  need 
to  focus  more  attention  on  seeing  that  the  placements  of  children 
by  unlicensed  intermediaries  follow  the  Compact's  rules. 

Another  major  obstacle  to  getting  infants  and  children  adopted  is 
the  legal  resistance  to  the  termination  of  parental  rights.  One  ot 
the  major  obstacles  cited  by  a  group  of  children's  agencies  and  ad- 
vocates in  New  Jersey  was  the  judicial  system. 

Admittedly,  the  decision  to  sever  parental  ties  is  a  very  serious 
responsibility  for  the  family  court  judges  in  our  country.  However, 
the  delays  for  children  in  need  of  homes  is  just  as  serious  for  the 
positive  development  of  that  child. 

The  Department  of  Youth  and  Family  Services  in  New  Jersey 
did  a  task  force  study  last  year,  and  to  give  you  an  idea  of  what  I 
am  talking  about,  as  of  June  30,  1982,  of  the  276  children  that  were 
in  the  process  of  litigation,  94  had  been  held  up  in  litigation  for 
over  ()  months.  , 
At  the  time  the  study  was  done,  they  were  not  sure  how  much 
longer  these  children  would  be  held  up.  They  did  not  know  when 
the  court  would  finally  make  a  decision.  So,  you  can  see  that  it  is  a 

severe  problem.  ^  i    i_        l  u  » 

Adoptive  Family  groups  and  others  concerned  about  children  s 
rights  to  an  adoptive  home  need  to  ^yo^k  constructively  with  the 
courts  to  improve  termination  proceedings. 
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In  the  case  of  a  younj^,  unmarried  woman  s  plan  for  adoption  for 
her  baby,  she  can  be  frustrated  by  the  lefral  requirements  for  the 
termination  of  the  father's  rights.  Too  c/ten,  fathers  who  have 
shown  no  interest  throughout  the  pregnancy  decide  to  claim  custo- 
dy after  the  baby  is  born.  ,    .  .   ^  n 

A  woman  planning  adoption  is^faced  with  the  decision  to  allow 
her  baby  to  be  raised  by  this  man  and  his  family  or  to  decide  to 
forget  about  her  plan  for  adoption  and  try  to  become  a  successful 

single  parent.  ,     o  o     ^   •  ui. 

An  example  of  this  problem  is  before  the  Supreme  Court  right 
now  in  ti:e  case,  Kirkpatrick  v.  The  Christian  Homes  of  Abilene, 
which  will  be  heard  later  this  month.  Past  Supreme  Court  deci- 
sions relating  to  fathers'  rights  have  been  overreaching  in  their 
impact  on  the  plans  of  unwed  mothers  to  choose  adoption. 

Furthermore,  the  States  have  differing  laws  regarding  the  rights 
to  notice  and  claiming  paternity  regarding  adoption  planning,  and 
this  creates  confusion  for  pregnant  women  considering  adoption. 

The  adoption  opportunities  law  could  direct  the  Department  of 
Health  and  Human  Services  to  compare  State  laws  and  the  various 
interpretations  of  the  Supreme  Court  decisions  regarding  the  ter- 
mination of  parental  rights,  especially  the  putative  fathers. 

This  brings  me  to  the  point  of  commenting  on  the  proposal  ot  b. 
1003  to  expand  the  advisory  board  to  include  those  adoption  activi- 
ties of  the  Federal  Governnient,  including  services  to  pregnant 
teenage  girls  considering  adoption  as  a  plan  for  their  infants,  and 
services  to  infertile  couples  wanting  to  adopt. 

*  We  support  the  intent  of  this  provision  to  establish  a  resource 
panel  which  has  experts  who  can  link  the  prevention  aspects  of 
adoption  to  the  child  abuse  program.  We  believe  that  one  impor- 
tant focus  for  the  prevention  of  child  abuse  and  neglect  among 
teenage  mothers  is  to  be  sure  that  they  have  a  clear  understanding 
of  their  social  and  legal  opportunities  to  voluntarily  choose  adop- 
tion for  their  babies,  rather  than  trying  unsuccessfully  to  be  a 
single,  young  parent  or  resorting  to  placing  their  children  in  toster 


I  think  it  is  important  in  counseling  adolescents  to  keep  in  mind 
that  many  of  these  adolescents  are  13  and  14  years  old;  that  they 
have  to  have  another  alternative.  They  have  to  be  made  aware  that 
they  have  a  choice  between  abortion  f>nd  parenting  their  children; 
that  there  is  adoption  if  that  is  what  they  want  and  feel  that  they 

^'^Uhiiik  if  we  do  not  make  this  clear  to  them,  while  their  babies 
are  newborns  and  not  "special  needs"  children,  then  they  will 
decide  to  parent.  Many  will  discover  they  cannot  parent  the  child 
for  one  reason  or  other,  whether  it  be  economic,  social,  or  emotion- 
aL  Whatever  the  reason  is,  that  child  is  going  to  become  a  special 
needs"  child  in  need  of  adoption.  ,   ,      ,  r  ^i  ur^ 

So  1  think  it  is  very  important  to  include  education  ot  the  public 
and  of  adolescent  teenagers  as  to  the  positive  aspects  of  adoption. 

On  the  other  hand,  agencies,  the  national  and  regional  adoption 
exchanges  and  adoptive  family  groups  know  from  the  many  years 
of  ag'^ressive  recruitment  of  families  to  adopt  children  with  special 
needs  that  the  major  resource  for  many  of  the  waiting  children  are 
couples  experiencing  infertility. 
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Ther(»fbrt\  tlio  inclusion  of  experts  in  services  to  infertile  couples 
on  the  advisory  board  is  a  logical  response  to  bringing  to  the  fore- 
front a  group  that  needs  services  in  order  to  be  successful  adoptive 
parents  to'^roubled,  handicapped  or  older  children  with  special 
needs,  as  well  as  infants. 

Parents  who  make  the  most  successful  adoptive  parents  have  re- 
solved their  infertility.  In  a  recent  hearing  that  was  held  in  New 
Jersey  in  March,  one  of  the  things  that  was  felt  to  be  very  impor- 
tant was  that  prospective  adoptive  parents  have  to  be  properly 
trained  and  properly  aware  of  the  circumstances  they  were  getting 
into,  and  also,  going  along  with  that,  be  assured  that  they  were 
making  the  right  decision  in  terms  of  their  own  emotional  and  per- 
sonal being.  Services  and  support  are  needed  to  prevent  potentially 
abusive  adoptive  family  situations. 

^  want  to  close  by  urging  the  subcommittee  to  actively  support 
the  development  of  positive,  marketable  educational  materials 
about  adoption  for  school-age  children.  Not  only  would  an  under- 
standing of  adoption  as  a  neat  way  to  build  a  family  help  peers 
relate  to  their  friends  who  are  adopted,  but  also  would  help  them 
in  their  support  of  their  peers  who  become  pregnant  and  must  con- 
sider adoption  as  an  alternative  for  their  unplanned  pregnancy. 
These  materials  could  be  used  by  adoptive  parents  for  presenta- 
tions. 

Groups  of  adoptive  families,  adopted  children  who  are  grown  up, 
and  adoptive  grandparents  and  relatives  are  the  people  who  are 
part  of  the  adoption  circle  who  know  best  the  joys  of  adoption.  The 
Federal  Government  should  use  adoptive  families  as  much  as  possi- 
ble to  promote  adoption  as  a  positive  and  possible  option  for  more 
American  families.  The  media  can  help,  too. 

I  would  like  to  submit  an  article  for  the  record  which  has  just 
appeared  in  a  popular  magazine  which  describes  the  adoption 
option  for  families.  As  the  author  starts  out,  ^'Adoption  is  possible, 
and  adoption  works  because  good  relationships  between  parents 
and  children  are  based  on  love,  not  biology."  We  agree  wholeheart- 
edly. 

Thank  you  very  much.  Senator  Denton,  for  this  opportunity  and 
I  would  be  happy  to  answer  any  questions  that  you  might  have. 
[The  prepared  statement  of  Mr.  McHugh  follows:] 

PuKPAHKi)  Statkmknt  OK  ToNi  McHu(;h,  Chairman  of  tiik  Boaiid  of  Directors, 
THK  National  CoMMrriKK  for  Adoi'TION,  Inc. 

Mv  ndnu'  is  Toni  McHu^h.  I  am  the  Chairman  of  the  Board  of  Directors  of  the 
National  Committee  For  Adoption  (NCF'A).  I  have  served  on  the  Board  for  two  years 
and  during  that  time  also  served  as  Co-Chairman  of  the  New  Jersey  Committee  For 
Adoption,  a  state  affiliate  of  NCFA.  My  husband  and  I  have  two  daughters,  one  is 
adopted  On  behalf  of  the  NCFA  Board  of  Directors,  the  member  agencies  and  adop- 
tive families  of  NCFA's  membership,  I  want  to  thank  you  for  inviting  us  to  appear 
at  this  hearing  to  testify  in  support  of  the  continuation— and  expansion— -oi  the 
adoption  opportunities  law.  This  written  statement  not  only  covers  the  issues  to 
which  you  invited  us  to  testify— identifying  barriers  in  State  laws  that  continue  to 
prevent  permanent  adoptive  placement  for  children— but  also  discusses  the  areas 
where  the  National  Committee  for  Adoption  would  like  to  see  the  Adoption  Oppor- 
tunities law  require  Federal  attention,  ,      ,  • 

The  N.ilional  Committee  For  Adoption  is  a  national,  voluntary  membership  orga- 
niziition  for  agencies,  adoptive  families  and  individuals.  Through  our  membership, 
the  iSational  Committee  for  Adoption  is  working  to  promote  to  the  public  adoption 
as  a  positive  option  that:  (1)  enables  a  young,  single  or  pregnant  woman  to  make  a 
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fhojL\'  to  L'nntiniit'  \  pnxunncy  jiiui  ninkc  nn  jidoplion  plan  for  hor  baby;  (2>  on- 
abli's  cbiklri'M,  wboso  lives  havi'  been  threatened  by  disease,  ur  cunKenitardisabil- 
ities.  lo  be  treated  and  eari'd  for  by  parents  who  choose  to  adopt  'hen^  when  their 
biological  parents  cjinnot  cope;  Cil  rescues  children  fron^  ^'rowing  up  in  inappropri- 
ate fostiT  eare  or  institutional  care  and  gives  them  a  permanent,  loving  adoptive 
family;  and  i  J)  assists  homeless  children  from  other  countries  to  become  members  of 
lt)ving.  American  fariulies. 

Because  we  believe  so  strongly  in  adoption  as  a  sound,  familv  building  option,  the 
National  Conwnittee  For  Adoption  supports  the  extension  and  revisions  of  the  Adop- 
tion Opportunities  law  as  outlined  in  S.  lOIKi.  legislation  introduced  bv  Senator 
Denton  .and  Senator  llaleh  on  April  7,  IDSH.  We  have  also  submitted  written  testi- 
moriy  to  the  Select  Kducalion  Subcommittee  of  the  House  I^ducation  and  Labor 
Connnittee  supporting  the  Subcommittee's  decision  to  recommend  re-authorization 
of  the  Adoption  Opportunities  law  for  four  more  years  in  U.K.  11)04.  There  are  many 
areas  of  adoption  law  and  the  delivery  of  adoption  services  which  need  to  be  im- 
proved to  ensure  that  more  of  America's  youngest,  handicapped  and  homeless  chil- 
dren waiting  for  adoptive  homes  get  adopted.  Kven  with  a  modest  appropriation  of 
.fJ  milliori  per  fiscal  year,  nuich  can  be  done  to  increase  the  number  of  children  who 
are  made  legally  free  for  adoption  and  made  members  of  new  adoptive  families. 

The  National  Comnuttee  was  formed  in  the  Spring  of  VM)  by  a  group  of  agencies 
and  individuals  who  were  very  concerned  with  a  proposal  called  the  Model  State 
A(lo[)ti()n  Act  which  had  been  mandated  by  Section  202  of  the  Adoption  Opportuni- 
ties law.  We  are  now  happy  to  be  able  to  support  the  final  version  of  the  Model  Act 
for  the  Adoption  of  Children  with  Special  Needs  which  was  published  by  the  Depart- 
ment of  Health  and  Human  Services  on  October  S,  1J)S1.  This  final  Model  Act  focus- 
es its  attentii)n  on  the  barriers  in  State  adoption  laws  which  keep  children  with  spe- 
cial needs  fron^  being  adopted  and  it  is  a  good  example  of  how  the  Federal  govern- 
ment can  assist  States  in  a  cooperative  way. 

There  is  another  effort  now  underway  at  the  Department  of  Health  and  Human 
Services  which  we  believe  will  have  a  positive  impact  on  promoting  adoption.  Dorcas 
K.  Hardy,  assistant  secretary  for  Human  Development  Services  has  the  lead  respon- 
sibility for  the  "Adoption  Initiative"  which  will  promote  activities  that  will  move 
children  with  special  needs  out  of  foster  care  and  into  permanent  adoptive  homes. 
Assistant  Secretary  Hardy  has  already  begun  to  work  with  State  and  local  agencies, 
voluntary  organizations,  the  media  and  corporate  leaders  to  increase  public  aware- 
ness of  the  problems  of  children  waiting  for  adoptive  homes. 

As  the  new  Chairman  of  the  Board  of  Directors.  I  saw  an  increasing  need  for  the 
National  Committee  For  Adoption  to  focus  on  the  entire  range  of  adoptions.  There- 
fore, at  the  Third  Annual  Meeting,  a  new,  special  committee  of  our  Board  was  cre- 
ated on  Service  Needs  for  Special  Children.  Chaired  by  Theodore  Kim,  executive  di- 
rector of  A. S.I. A.,  an  agency  specializing  in  the  adoption  of  Korean  children,  the 
committee  members  include  adoptive  parents,  such  as  Fiobert  and  Dorothy  DeBolt, 
who  have  adopted  children  with  special  needs,  and  agency  executive  directors  who 
are  working  with  their  State  Departments  of  Child  Welfare  to  see  that  children 
with  special  needs  get  adoptive  homes.  I  am  excited  by  the  expertise  of  the  members 
of  the  special  committee  and  I  hope  that  this  Subcommittee  as  well  as  Assistant  Sec- 
retary I  jardy  will  see  NCFA  and  its  Board  as  a  resource  in  working  to  encourage 
the  participation  of  parents,  caring  professionals,  adoptive  family  organizations,  ad- 
vocates, corporations  and  philanthropists—along  with  the  voluntary  and  public 
child  and  family  services  sectors— to  achieve  real  progress  on  behalf^  of  those  chil- 
dren who  are  relying  on  us  to  make  adoption  work  for  all  who  need  it. 

The  National  Committee  F(jr  Adoption  has  appreciated  the  work  of  this  Subcom- 
mitti'e  and  its  ('hairman.  Senator  Denton,  in  support  of  adoption  and  the  continu- 
ation of  programs  that  serve  children  and  families,  such  as  the  Adoption  Opportuni- 
ties law  in  r.)M  and  the  adolescent  pregnancy  program  incorporated  into  the  Ado- 
lescent Family  Life  Demonstration  and  Projects  Act.  We  were  invited  to  participate 
in  the  Adoption  in  America  Hearing  held  by  this  Subcommittee  on  July  2)1,  1981 
and  urge  the  Subcommittee  lo  review  the  testimony  presented  at  that  time  for  addi- 
tional issues  which  still  need  to  be  addressed  by  the  Federal  government,  including 
improvements  in  the  Federal  tax  code  on  behalf  of  adoption  as  presented  by  Senator 
Jepsen. 

The  National  Committee  For  Adoption  sees  six  areas  where  the  Adoption  Oppor- 
tunities law  could  focus  Federal  attention.  These  include: 

(1)  Identifying  barriers  lo  the  adoption  of  infants  and  children  and  seeking  solu- 
tions to  them;  (2)  Promoting  adoption  as  a  positive  fam'ly  building  option  through 
the  combined  efforts  of  adoptive  families,  the  business  sector,  and  the  media;  Re- 
viewing the  Federal  tax  policies  for  ways  to  encourage  the  adoption  of  children  by 
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\r,.'r  u  Mn  lanulics  <  I'  ( 'dIU'CI  in^^  iiatioiuil  ntioi^tion  and  foster  caro  data  and  analyz- 
ir.  '  M  i:>^  rr-nnioiiim  nnprnvfd  adoi)tion  Icuislatum  and  quality  j^tandards  lor  adop- 
tion -.^Tvico  HI  ilu'  States;  and  Hi)  Maintaining  a  national  adoption  exchanui'.^ 

Ml  ol  liu'sr  an-as  n»'('d  to  tbcus  on  tho  adoption  of  cluldrun.  broadly  di'linud  to 
nu-lmii'  the  wi-llarv  of  infants  at  risk  with  lilV-throatcninK  congenital  impairments, 
tnl  tnt-.  hnrn  tn  trrna}.'.»  (l.  unmarried  parents,  and  children  in  foster  homes  or  insti- 
lun..n>  in  need  o\'  placement  in  permanent,  adoptive  homes.  The  rest  of  this  state- 
ment will  exi»and  ui)on  these  six  areas  of  adoption  issues,  many  of  which  have  been 
uu-liided  in  the  legislation.  S.  KKKi.  to  amend  the  Adoption  Opportunities  law.  While 
not  all  of  the  e  issues  can  be  thorouKhlv  discussed  in  a  one-day  hearing,  we  urue  the 
Subcommittee  to  consider  usinu  the  Subcommittee's  investigative  and  oversight  ac- 
tivities concerning  adoption  laws  and  programs  to  elaborate  further  on  these  topics. 

U)KNTIKYIN(;  HAKUIKKS  TO  THK  ADOITION  OK  INFANTS  AND  ('HIU)KKN  ANO  SKKKING 

SOLUTIONS  TO  THKM 

The  Naiional  Committee  For  Adoption  believes  that  the  delivery  of  adoption  serv- 
ice^ 1.)  children  and  their  families  mav  be  more  effective  when  provided  by  the  pri- 
vate voluntary  sector.  In  December.  i:)S-J.  I  testified  on  behalf  of  the  New  Jersey 
Committee  For  Adoi)tion  before  a  legislative  hearing  on  the  ways  to  improve  adop- 
tion and  foster  care  services  being  provided  through  the  New  Jersey  Department  ol 
Vnuih  and  Family  Services  <DYPS).  So  many  children  in  New  Jersey  become  hard 
to  place"  because'lhe  present  system  has  unnecessary  delays  in  the  adoption  process 
'ind  allows  excessive  time  for  parents  to  exercise  their  parental  rights  without  lul- 
nilinL'  their  parental  responsibility.  The  child's  needs  don't  seem  to  be  addressed 
first  The  New  Jersey  Committee  For  Adoption's  recommendation  for  improvmg  the 
delivery  of  M-rvices  »\vas  that  the  function  of  providing  adoption  services  should  be 
assumed  bv  those  i)rivaie,  non-profit  social  services  agencies  with  a  good  record  ol 
t,roviding  high  Mualitv  services  while  being  cost  efficient.  By  "reprivatizing  adop- 
tion services,  t^.e  anparent  conflict  between  DYFS's  role  as  a  regulator  and  funding 
agency  and  its  role  as  a  direct  services  provider  could  be  alleviated.  The  proposal 

should  also  save  the  State  of  New  Jersey  money.   ,     .  •  u 

1  would  also  like  to  see  the  issue  of  re-privatization  of  adoption  services^be  dis- 
cu-^sed  at  the  Federal  level  as  a  model  for  State  governments  to  consider.  1  he  Na- 
tional Comniiltee  would  like  the  Adoption  Opportunities  law  to  provide  the  arena 
for  discussion  of  the  development  of  State  plans  to  shift  more  of  the  responsibility 
for  the  placement  plans  for  children  back  to  the  non-profit,  voluntary  and  sectarian 
child  and  family  services  sector.  By  "re-privatizing"  adoption  services  in  the  bta  es 
children  will  be  served  more  effectively  and  at  less  cost  We  would  encourage  the 
Subcommittee  to  carefully  review  the  current  work  of  the  Regional  Resource  Cen- 
ters for  Children.  Youth  and  Families  and  consider  shifting  attention  from  these  re- 
gional  information  centers  to  nation-wide  working  groups  to  tackle  issues  such  as 
re-orivat  i/ation  oi' adoption  services.  ,  ., 

In  States  current  i)rograms  for  the  adoption  of  children  with  special  needs,  chil- 
dren  whose  adoption'  plans  are  being  made  by  the  voluntary  s^ector  are  "U^^^^^^^^ 
eligible  for  adoption  subsidy  programs  and  medica  coverage.  T^^^c'^*^  also  resist 
ance  on  the  part  of  many  States  to  allow  the  adoption  planning  work  of  the  vol un- 
t  r V  agency  to  suffice  for  the  legal  adoption.  There  needs  to  be  a  concentrated  efi^ort 
ihe  FcHleral  level  to  identify  the  ways  that  tlK'  ^^'^^^^'•.^•I^l?, PJ^e 

.inu  adoption  at  the  State  and  local  level  can  be  used  by  the  I^"b»>,c.^S^'j^.  ^^^^ 
.s..eior  t!)  enhance  the  opportunities  for  the  adoption  of  children  waiting  in  foster 


care. 


Theiv  liMV..  lH...n  U-t,'al  and  societal  barriers  to  the  option  of  adoption  '"r  'nfjinls 
l„,rn  t..c.nat,'..<i.  unmarried  parents  for  over  the  past  '''^^''de  One  major  obstac  e^^^^ 
a  v.,unt,'.  unmarried  woman's  plan  lor  adoption  for  her  baby  has  been  the  lega  re- 
.liiirements  for  the  termination  of  the  fathers  r-Khts,  Many 

/ilonM  with  the  voimt,'  women  they  serve  the  frustrations  ol  "|"kin^' adoption  p  ans 
whidi  are  thwarted  bv  putative  fathers'  decisions  to  claim  custody  after  the  child  is 
horn.  An  example  of  this  problem  is  before  the  Supreme  Court  nj^hl  now  n 
case  Kirkpatrick  v.  the  ("hristian  Homes  of  Abilene  which  will  be  heard  later  this 
month  Ti  e  .National  Committee  Kor  Adoption  has  filed  an  amicus  brief  to  the 
■hr  stian  Homes'  case  on  behalf  of  the  adoption  plan  for  a  baby  born  O"/  of  wedlock 
to  a  lifteen-vear.old  fiirl,  Kirkpatrick.  the  father  of  the  baby,  decided  after  the  bay  s 
b  rth  o  nie  f.ir  paternitv  as  well  as  custody  of  the  child,  even  though  he  had  been 
i  volved  wit h  the  younu  mother  in  planning  for  the  adoption  of  the  child  prior  o  .t^ 
birth.  Past  Supreme  Court  decisions  relating  to  fathers  rights  have  been  overreach. 
inK  in  their  impact  on  the  placement  of  infants  for  adoption,  the  National  Commit- 
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trc  Ktir  .\<l»ipi  It'll  hrlicvr.s  Kin  I  ficrmon*.  ilu-  Siait's  hiivv  diffcrin^^  luws  rt'^Mrdinjj 
thr  rij'Jit.N  n|  (iiitiiijvi"  l.itlu'i;»  III  fchii ionsliip  to  adoption  planning'  and  lliis  creatt-s  a 
har  rirr  to  a<iopiinu  arno--  Siaii-  linos,  wlu'n  one  stalo  will  not  accept  tho  hindin^^ 
law  and  praciico  [hv  placing  a^^ency  in  another  Slaio.  Tlic  Ad()j)tion  Opjyjrtuni- 
tn's  law  sh<aild  ini'ludc  a  recommendation  that  anionic  tlie  le^Ml  issues  reviewed  by 
the  Kodrral  ^^nt-rnnifnt  should  be  the  conij>arison  of"  State  laws — and  the  various 
inU'r()rflaiion>  of  Si;pn-mr  ('(juri  decisions— re^Mrdinj^  putative  fathers"  ri^^hts. 

A  Inderal  law.  I  ho  Indian  Child  Welfare  Act.  has  j) resented  a  barrier  to  many 
ynun^;  prennani  w(.>nu  ii  wlio  are  oi  Indian  herita^^e.  because  their  privacy  cannot  be 
maintained  if  they  choosj*  to  make  an  adoption  i)lan.  The  law  requires  the  Indian 
ir"ibc  lo  be  notifiod  of  tin*  plans  Ibr  adoption.  Ol'ten  a  youn^^  woman,  estran^x'd  from 
hrf  faind>  and  Indian  Irilh*  hocause  her  [)reKnancy.  decides  to  leave  her  home 
ari-a  and  ity  to  parern  railii-r  than  have  her  unplanned  pre^^nancy  known  by  the 
iMitirt-  itibal  conncii.  Wi-  recommend  that  these  issues  be  explored  by  the  Office  of 
llmnan  I)evolopnu-ni  Si'ivices,  in  coordination  with  the  Hurcau  of  Indian  Affairs, 
which  administers  the  Indian  Child  Welfare  Act.  and  the  Office  of  Adolescent  Pre^^- 
nancy  I'ro^r.nns  whicii  is  workin^^  to  ensure  adequate  adopti(jn  rel'err;d  and  counsel- 
in^:  services  for  preLjnant  youn^'  women. 

As  the  Suhcommntee  is  aware  ihrou^di  its  work  on  behalf  of  the  Adolescent 
Kamily  lafe  law,  providirii;  oppiiriutiities  for  adoption  counseling'  and  referral  serv- 
to  pregnant,  untnarried  L  i-tia^^ers  is  important.  The  National  Committee  sup- 
:  -Ms  the  broailened  focus  of  S.  which  includes  providin^^  oi)i)ortunities  for  pre- 
-entuiLi  adaption  i iifoniaiion.  education  and  training'  materials  to  public  and  jirivate 
ajjeni  ies  afid  orijani/at ions.  The  examples  of  service  [)roviders  in  Section  20.*^  (bH2l. 
winch  woiiiil  ri'ci'ive  such  information  and  training'  about  the  adoption  alternative, 
includes  hn.sj)rtals,  healtli  care  and  family  planning'  clinics  and  social  services  aj;en- 
cies.  These  wdl  he  useful  ^^nnips  to  have  an  impact  on  in  order  to  remove  the  infor- 
mational b,trruM*s  to  adoj)tion. 

We  w.uiid  iiki'  to  comment  briefly  on  the  i)roposal  of  S.  lOOii  to  expand  the  adviso- 
rs ho  irtl  t<.  include  those  adoption  activities  ol'  the  Federal  government,  including; 
M  Tvii  eri  "i  ''  :n.(nt,  teena^ed  ^irls  considering'  adoption  as  a  plan  for  their  infants. 
Th"  N:  :  <  '  :i  :nittee  supports  the  efforts  of  this  provision  to  establish  a  linkaj^e 
tietw-'*  n  jin-vent  i!u:  r'niid  al)use  and  ne^dect  and  providing  adoi)tion  ojjportunities. 
A.-^  CfiriahisMon'T  Motij^es  stated  in  his  testimony  on  Ajiril  11,  1SIS!{.  before  the  Sul>- 
cDniinii'ej-.  ihr:. ■  i-vidence  that  there  is  a  great  need  to  prevent  teenaged  mothers 
froni  bee  >mi:;^  ..'ii'.jsive  and  nei^lectful  to  their  small  children.  One  importnat  focus 
Inr  jM  i-vent  I'tii  (jf  child  inuse  :unong  teenaged  mothers  is  to  be  sure  that  a  clear 
undei  st.indinL:  of  t  fie  social  and  legal  opportunities  of  choosing  adojjtion  for  their 
l)al>ii*s  rather         trving  to  parent  is  available  to  all  pregnant  teenagers. 

With  respi'Cl  i<)  the  Intestate  Compact  ''itr  I^lacement  of  Children  which  is  adhered 
lo  }>y  the  niajMrii;,  of  ifie  States,  the  [tossibility  that  the  Compact  procedures  hinder 
rather  than  helf>  the  adi>j)tion  ei  ch.ildren  across  State  lines  needs  to  be  examined  by. 
tlie  Kederal  govi-rnmen! .  There-  needs  to  be  review  of  the  current  operat  ions  by 
Slate  governments  ol' t he  Compact  proce(iures,  taking  into  account  the  expiTiences 
f)f  tlie  .\*ation:d  .-vduption  Kxcb-ai^e,  regional  aivJ  State  exchanges,  and  the  volun- 
tary, ti!jn-[jrnfii  adopt iijp.  agencie;:  working  to  place  waiting  children  from  one  State 
with  a  waiting  family  in  .mother  State.  Menibei  agencies  of  the  National  C'ommittee 
I''i)r  Adoption  have  ex{)erierKt'd  l<ing  dt  iays,  1(jss  of  important,  confidential  records, 
and  the  improper  h.indling  (jf  "onlldiMilial  information  in  their  efforts  to  comply 
v,itlj  the  refjuirements  of  the  Conipaet  adnntii-trators  in  some  States.  While  the 
Ad<'p'i<'n  Opportunities  law  has  already  funded  efforts  to  improve  the  Compact's  ef- 
fect ivene.^s.  it  seems  that  a  more  thorough  review  as  well  as  revisions  may  he  neces- 
sary toVliminate  barriers  of  adoptitm  across  State  lines  curi'i-ntly  i;aused  fjy  the  In- 
•erst;.te  Coinpact  for  the  Adoption  of.Children. 

For  exam{)le.  the  State  of  New  Jersey  has  not  eiUered  into  tlu-  interstate  Com- 
pact, .and  h.ised  upon  the  problems  experienced  by  agencies  of  the  National  (!ommil- 
tee  Kor  Ado[)tion.  the  .Nev.'  .Jersey  Committee  K<>r  Adoption  does  not  recorranend 
that  New  .Jersi-y  accept  the  Com[)act.  In  order  for  the  Interstate  Compact  to  really 
help  the  adof)ti()n  of  children,  it  seems  to  us  that  the  review'  process  needs  to  be 
streamlined  for  networks  of  voluntary,  licen.sed  agencies  working  to  place  waiting 
children  across  the  State  lines.  On  the  other  side  of  the  coin,  the  Stat(;s'  Compact 
adiainistrators  need  to  focus  more  attention  on  seeing  that  the  placement  of  chil- 
dren by  unlicensed  intermediaries  is  monitored  carefully  under  tlie  Compact's  rules. 

The  National  Committee  is  pleased  that  S.  retains  the  role  of  the  Federal 

government  in  studing  the  effects  of  unlicensed  adoption  placement  on  families.  Not 
only  are  rion-ag<'ncy  adoption  ■*{)ractitioners**  often  deficient  in  the  way  they  serve 
infertile  couples  desperately  wanting  to  adopt  a  baby,  hut  also  they  are  often  coer- 
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„    ,    ,   ,,„,,,i,|,.   .  ,„.rn.i.il  wnrr„-n  Thi>  aiva  nC  ■■hUK'k-rnarkft    a.iopUon  is 

'    '  .M.h'u     r.  l  t.ilou',,,.  1.,:.,  „.  .IS  tnirks  arr  lU.  l..K'al  I'rol)l;-ms  with  surrogate 

i  '  ■  1  ■  n  law-  far  '  lc«alitv".  Th.'  National  Comnuttfe  For  A<i<.pti.;Ti  is  cur- 
p.;       ;  !      :    V:    .  s    ,.u  s  Stai.  ,.r„,..».al8  which  ««.  ether  trying  o 

iV,     r     1    aw  -.iirrn.at..  .orit  fa.tinK'.  Wc  plan  to  issue  a  position  paper  on  our 
;        .        i  >  t  H.-l.  wav  oU'-'ninK'  a  iKihy.  We  welcome  the  provision  in  S. 
V    '■   vl  .h  .  'a M  a  .  w  the  activities  of  the  adoption  opportunities  law  to  provide 
n  ar  V     or  lu    her  debate  on  these  nat ,on-wi<ie  adoptioii-lor-prolil  ventures. 
Tl,    V  i,  ,r    Coinaa.tre  is  alM.  hopeful  tliat  proiessional  groups  such  as  the 
Xh,  \ss  ■     o^^    the  Ainerie/.n  Fertility  Society.  The  American  Academy 

ot      dV  n  s  eu"    'w^^         .He  l-'ederal  govorninent.  would  come  out  ^Vrong  y  in 
,v'  M    •  ,     la  let. 'n.l.ait  unlicensed,  non-agency  adoptions  are  unwi.se,  and   hat  a  l 
^      :  :i  ;  ul    t    ^'^^  ^'^-H's  that  have  already  made  independent  adoptions  ■• 
v'  ^o!    1.1  w,.  believe  that  work  is  needed  to  ensure  tha   laws  protect  chil- 

^;iaa:d  through  non-agency  ch,.nne,shyr 


J    ;■„..  ,l'  t  the  prospective  adoptive  parents  are  suitable  lor  the  hild  in- 

..„lved  ana  thai  the  hil.lo^ical  parents  gel  adequate  counseling  and  that  all  legal  re 


N  V        >    tee  Kor  Adoption  urges  this  Subcommittee  and  the  Federa 

..        ,oni'  u  arefollv  examine  the  best  interests  of  the  child            being  adopted 

,  ,1     .'  .1  .  Iiflerer',1  ra.'e  or  culture.  We  strongly  sum^ort  the  statement  oi  Rev. 

r  .;    ,  r'.-^i  a  nig  the  i;«Sl  Adoption  in  America  hearing  bolore  this  Subcom- 

,  ,  hi:  .  ;''v"  ec  Senat,,r  Denton's  question  about  transracial  adoption  this 

uav   ■       .  1           ■               -  .An^'" 
with  K.itln'i 


in  lav  iin  /\riLiiu  i-uu^ji .  • ■       —   ^- 

,ld  lanuui.h  in  nn  institution."  The  courts  also  seem  [o  aj^ree 
;  Thr  Si;it('  of  Now  York  Court  of  Appeals  recently  upheld  the 
•  k  .  hildri'M  bv  a  White  couple  and  the  D.C.  Court  of  Appeals 
o'v^.d  1  v.,un>-  !M.K  k  -il  l  who  has  lived  with  Whit^  foster  partents         '"^^^^^^  « 

I'^os'    ultai-al  '.^  racial  lines  when  cmipared  to  numerous  foster  care  settings  or 

'''f,!on',er^t,r'iier  to  the  adoption  of  children  is  the  growing  acceptance  by  a  small 
c  1  n  no  tv  that  adoptive  families  must  accept  "open  adoption  procedures 
;      ,Vi  ,'  o  Ik  successful  parents.  Bv  ■open  adoption"  we  mean  the  requirement  that 

""l'^'"'"""':-,    ^  s       ThT  health  care  faci  ities  have  information  about 

iiiiilSilii^ 
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the  h;iii(ii(.*iipping  <nM(iiti()n.  which  art*  available  in  the  community.  Another  inter- 
t'stitig  proposal,  whii  li  should  he  reviewed  by  the  Department  of  Health  and  Human 
Services  as  to  the  legal  rariiifications  is  the  automatic  termination  of  the  parental 
rights  and  the  initiation  of  the  adoption  process  upon  the  decision  of  the  biological 
parents  not  to  treat  their  infant.  The  National  Committee's  member  agencies  are 
knowledgeable  about  the  poi?itive  possibilities  of  the  adoption  of  handicapped  infants 
and  based  upon  these  experiences  we  believe  that  making  this  option  available  to 
parents  in  distress  should  be  an  essential  component  of  any  health  facility's  services 
to  handicapped  infants  and  their  parents. 

IMtO.MOTINC  ADOITION  AS  A  TOSITIVK  FAMILY-IUJILDINC  OITION  THUOUGH  THK  COMBINKI) 
KFFOKTS  OF  ADOITIVK  FAMILY  CUOUI'S,  COUPOKATIONS  AND  SMALL  HUSINh:SSh:S,  AND 


.Those  who  know  best  the  joys  of  adoption  are  the  people  who  are  part  of  the  adop- 
tion circle  .  .  .  adoptive  parents,  adopted  children,  adoptive  grandparents  and  rela- 
tives, as  well  as  the  biological  parents  who  know  they  made  the  best  decision  in 
planning  adoption  for  their  child.  Groups  of  adoptive  families  should  be  utilized  as 
much  as  possible  by  the  Federal  government  in  promoting  adoption  as  a  positive 
and  possible  option  for  more  American  families. 

One  way  to  encourage  people  to  adopt  is  by  recognizing  the  expenses  involved  in 
adopting  a  child  and  treating  those  expenses  in  a  fashion  identical  to  the  medical 
costs  of  a  pregnancy.  One  group  which  can  help  here  are  corporations,  small  busi- 
nesses, and  all  employers  who  offer  fringe  benefit  programs.  There  is  a  growing 
group  of  major  corjMjrations  which  are  providing  adoption  benefits  to  their  employ- 
ees who  adopt.  The  National  Committee  For  Adoption  assists  these  companies  by 
providing  samples  of  adoption  benefit  programs,  and  we  link  up  the  employee  bene- 
fit officers  of  a  company  considering  the  plan  with  those  companies  which  already 
offer  the  plan.  Mr.  Bruce  Mueller,  who  has  been  invited  to  testify  before  this  Sub- 
committee, is  a  good  example  of  a  member  of  the  corporate  comumity  who  has  been 
a  "patron  saint"  for  the  promotion  of  adoption  benefit  programs  across  the  country. 

We  are  very  supportive  of  the  new  section  20;^(b}(rj}  which  encourages  the  involve- 
ment of  Corporations  and  small  businesses  in  supporting  adoption,  including  the  es- 
tablishment of  adoption  benefit  programs  for  employees  who  adopt  children, 

RKVIKWINfl  THK  FKDKItAL  TAX  I'OLICIES  FOR  WAYS  TO  ENCOURAGK  THE  ADOITION  OF 
CHILDKEN  BY  AMERICAN  FAMILIES 

The  National  Committee  supports  the  use  of  the  Federal  (and  State)  tax  codes  to 
give  special  treatment  to  families  who  adopt.  While  we  realize  that  amendments  to 
the  Internal  Revenue  Code  are  not  within  the  jurisdiction  of  this  Subcommittee,  we 
wanted  to  take  this  opportunity  to  encourage  members  of  the  Subcommittee  and 
others  in  the  Senate  who  are  supportive  of  the  following  proposals  to  discuss  them 
with  their  colleagues  who  are  members  of  the  Senate  Finance  Committee  and  to  en- 
courage the  Administration  to  take  a  positive  look  qt  improvements  in  the  tax  code 
which  would  positively  reinforce  adoption  as  a  positive  family-building  option. 

We  owe  a  great  deal  of  gratitude  to  Senator  Jepsen  for  his  determined  advocacy 
on  behalf  of  adoptive  families  during  the  debate  and  conference  deliberations  on  the 
Economic  Recovery  Tax  Act  of  l!)81.  It  was  his  commitment,  supported  by  Senators 
Bentsen,  Cranston,  Durenborger,  Hatfield.  Hawkins.  Levin  and  Metzenbaum,  which 
assured  the  enactment  by  Congress  of  the  first,  positive  amendment  to  the  tax  code 
for  adoptive  families:  a  deduction  up  to  $1,500  for  the  expenses  of  an  adoption  of  a 
child  with  special  needs.  Sen.  Jepsen  also  testified  before  this  Subcommittee  in  July, 
11)81,  in  support  of  more  comprehensive  adoption  tax-deduction  legislation. 

These  are  the  provisions  the  National  Committee  For  Adoption  would  suggest 
should  be  included  in  a  comprehensive  tax  bill  for  adoption: 

(1)  Exemption  of  $1000  for  each  child  adopted  ($;^,0*00  for  each  child  with  special 
needs)  during  the  year  the  adoption  took  place;  (2)  Allowance  of  a  tax  deduction  for 
the  total  costs  of  an  adoption,  in  accordance  with  State  law,  including  infant,  special 
needs  or  foreign  child  and  relative  adoption  arid  excluding  surrogate  mother  ar- 
rangements; i'A)  Election  for  an  adoptive  family  to  take  a  tax  credit  in  lieu  of  a  tax 
deduction  for  adoption  expenses;  (A)  Exclude  from  employee's  i'lcome  adoption  ex- 
penses paid  b>  an  employer;  and  (5)  Treat  employer  contributicns  to  adoption  ex- 
pense plans  as  an  ordinary  and  necessary  business  expense. 

All  of  these  provisions  were  in  bills  introduced  in  the  97th  Concfress,  S.  1580,  in- 
troduced by  Sen.  Jepsen,  and  S.  1470  introduced  by  Senators  Metzenbaum  and  Haw- 
kins. If  such  comprehensive  tax  legislation  for  adoption  expenses  were  enacted  it 
would  result  in  cost -savings  to  the  Federal  government  by  decreasir    foster  case  ex- 
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jM-iisi-s  Srvrral  >iA\r>  fiavi'  tax  ilcduclions  fbr  adoption  cxponst-s  or  arc  considurinK 
siK-fi  li-m.slatu»n  \\t'  rrirnnrau*-  tlu'  iMMlcral  Kovi'mnu'iU  to  set  an  uxamplc  so  that 
niDH' Slati-s  wifl  ^■nnsidtT  lax  K'^islat iorr 

COl.I.KlTINr.  NATIONAL  ADOITION  AND  KOSTKK  CAltK  DATA  AND  ANAI.YZ1N(;  IT 

Siria-  1i'>T:>.  then'  has  brt-n  no  hVderal  report  on  the  number  and  characteristics  of 
cl)i!dren  adopted  each  vear  in  the  United  States.  The  last  report,  "Adoptions  in 
ImT:,"  wa-  i^siuMl  \,;  lUv  National  Center  for  Social  Stati.stics.  Department  of  Health, 
Kducation  and  Welfare  in  I'.lTT  and  relied  upon  the  voluntary  reporting  of  only 
thirty  one  States.  RecoKnizinu  the  need  for  detailed  national  statistics  on  adoption, 
the  Adoption  Opportunities  law  of  VMS  mandated  the  Department  of  Health,  hduca- 
tion  and  Welfare  to  create  a  system  for  ^atherinu  national  statistics.  Unlortunately. 
thi<  requirement  of  the  law  has  yet  to  be  carried  out  effectively.  It  will  soon  be  a 
decade  since  th<'  Federal  government  has  collected,  in  a  reliable  way,  data  about  the 
nunil)er  of  children  adopted  or  the  number  of  children  free  for  adoption  in  all 
Slates,  annually.  No  one  at  the  national  level  can  reliably  say  .how  many  children 
havf  h<»en  adopted  since  the  enactment  of  the  Adoption  Opportunities  law  in  1!)/S. 
No  one  can  reliably  say  how  many  adoptive  families  there  are  in  the  United  States 
today.  No  t)ne  can  "n-liablv  say  how  many  children  still  wait  for  adoptive  families  in 
the  (in it ed  States  today.  No  one  can  describe  those  children  who  have  been  adopted, 
or  are  waiting  for  adoptive  homes,  as  to  their  a^es,  race,  physical  and  emotional 
characteristics  and  health.  No  one  can  describe  the  characteristics  or  numbers  of 
women  who  choose  adoption  as  a  plan  for  their  "unplanned"  babies.  The  National 
fomniitti-e  Kor  Adoption  ur^es  the  Subcommittee  to  carefully  review  the  efforts  of 
!hr  Departnu'nt  of  Health  and  Human  Services  to  collect  this  important  data. 

The  National  Committee  For  Adoption,  in  an  effort  to  better  present  the  adoption 
picture  has  been  discussing  the  important  need  for  adoption  "numbers"  with  sever- 
•il  officers  of  thf  Federal  government,  including  the  Bureau  of  the  Census,  the  Na- 
tional Center  for  Health  Statistics,  the  Office  of  Adolescent  Pregnancy  Programs, 
and  the  Office  of  human  Development  Services.  We  believe  that  more  accurate  in- 
formation about  the  number  of  children  living  in  adoptive  homes  could  be  collected 
through  nationwide  Census  efforts  rather  than  through  reliance  on  voluntary  State 
•wernment  reporting.  We  were  very  encouraged  by  Bureau  of  the  Census  Director 
Chapman's  final  remarks  in  this  written  testimony  before  this  Subcommittee  on 
March  2!t,  liisa,  where  he  achnowledged  the  lack  of  data  concerning  adoption  and 
his  desire  to  do  more  extensive  investigation  on  this  topic  through  census  data. 

We  also  believe  that  statistically  reliable  sample  data,  such  as  is  collected  in  the 
National  Family  Growth  Survey  can  also  provide  useful  information  about  the  char- 
acteristics of  adopted  children  after  they  have  joined  their  adoptive  famUies,  For  ex- 
am|)le.  an  article  bv  National  Center  for  Health  Statistics  official.  Dr.  Christine  A, 
Bachrach.  using  National  Survey  data  of  107H.  reports  that  adopted  ch.ldren  were 
better  off  economically  than  children  living  with  never  married  biological  mothers. 
r-Children  in  Families:  Characteristics  of  Biological,  Step-,  and  Adopted  Chddren  , 
Christine  A.  Bachrach,  Journal  of  Marriage  and  the  Family,  Feb.  pg.  l/l-l/'/-' 

Therefore,  the  National  Committee  strongly  supports  the  amendments  included  in 
Section  2I)1(2hBi  and  Section  20Slb)(l)  of  S.  1003  that  require  HHS  to  consult  with 
other  api)ropriate  HHS  agencies  and  Federal  departments,  including  the  Bureau  of 
the  f'ensus,  for  the  establishment  of  an  on-going  adoption  and  foster  care  data  gath- 
ering and  analysis  system,  thereby  not  relying  solely  on  voluntary  state  reporting. 

I'U()NK)TIN(;  IMI'UOVKI)  ADOITION  I.KGISIJVTION  IN  THK  STATKS 

S«*clion  'ZiVl  of  the  current  Adoption  Opportunities  law  required  the  Department 
of  Health  and  Human  Services  to  publish  model  adoption  legislation.  On  October  K 
r.lSl,  the  Department  of  Health  and  Human  Services  published  in  the  federal  Keg- 
ister  the  '  Model  Act  for  the  Adoption  of  Children  with  Special  Needs  .  This  model 
act  includes  useful  model  statutory  language  for  providing  financial  assistance  to 
families  who  adopt  special  needs  children;  expanding  the  grounds  for  adjudictions 
freeing  children  for  adoption;  and  clarifying  the  role  of  voluntary  adoption  agencies 
and  the  State  adoption  administration  in  arranging  and  providing  support  services 
for  adoption.  This  Act  is  important  because  most  adoption  law  is  developed,  enacted 
•ind  imi)lemented  at  the  State  level.  The  Model  Act  recognizes  the  need  for  im- 
proved State  laws  to  free  children  for  adoption  and  to  improve  services  to  adoptive 
Kmilies  This  Model  Act.  as  recommended  by  S.  100:j,  could  also  be  reviewed  bv  the 
Department  of  Health  and  fluman  Services  for  suggested  additions  to  facilitate 
adoption  opportunities  for  those  "special  needs"  infants  at  risk  with  life-threatening 
congenital  impairments.  We  support  S.  lOOTs  amendment  for  Section  202  which 
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calls  for  thi'  Sfcrcliiry  of  I  health  and  Human  Services  "to  encourage  and  facilitate 
tho  t'naci  iiiiMit  i[i  cacli  Slat«*  of  comprehensive  adoption  assistance  legislation  .  . 
This  process  will  be  accomplished  best  with  the  cooperation  of  national,  state  and 
local  child  and  family  services  organizations,  including  those  representatives  of  mi- 
norities and  adoptive  families. 

Because  the  National  Committee  For  Adoption  strongly  endorsed  the  final  Model 
Act.  we  secured  private  foundation  funds  to  publish  the  Model  Act  for  the  Adoption 
of  Children  with  Special  Needs  accompanied  by  a  Section -by-Section  Comment  and 
Analysis.  The  National  Committee  feels  that  i»ie  Model  Act  deserves  promotion  and 
careful  study  by  the  State  legislatures  and  believes  that  the  Adoption  Opportunities 
law  should  encourage  HHS  to  assist  States  in  using  the  Model  Act.  A  copy  of  the 
National  Committee's  publication  is  included  for  the  Subcommittee's  review. 


The  adoption  of  children  is  a  complex  social  and  legal  procedure.  Well-trained 
professionals  working  within  the  structure  of  public  and  private,  non-profit  agencies 
need  the  support  of  high  standards  issued  by  the  regulatory,  governmental  bodies, 
as  well  as  those  instituted  by  voluntary  agencies*  boards  of  directors  to  do  their  jobs 
well.  The  Federal  government  need  not  write  standards,  but  should  be  well  in- 
formed about  the  availability  of  written  standards  of  national  organizations.  State 
governments,  and  professional  groups  which  would  improve  adoption  services  in 
some  areas  for  some  States,  Information  about  as  well  as  assistance  in  improving 
State  standards  is  essential  at  the  Federal  level.  The  Adoption  Opportunities  law 
should  direct  the  Department  of  Health  and  Human  Services  to  promote  quality 
services  in  several  areas  of  adoption  services  including  pregnancy  counseling  which 
presents  adoption  as  a  positive  alternative  to  young,  single  or  troubled  parents;  pre- 
placement.  post-placement  and  post-legal  adoption  counseling  and  support  services 
to  families;  and  adoption  subsidy  and  medical  assistance  plans  and  corresponding 
services  necessary  to  implement  these  plans. 

The  National  Committee  For  Adoption  is  working  to  develop  a  set  of  standards  for 
adoption,  pregnancy  counseling  and  maternity  services.  At  a  national  conference 
held  last  October,  a  set  >f  principles  for  adoption  services  was  discussed.  This  Febru- 
ary, a  conference  was  held  to  discuss  principles  for  pregnancy  counseling.  Copies  of 
these  principles,  which  will  form  the  basis  of  further  standard  development  work 
this  year,  are  included  for  the  Subcommittee's  review. 

Another  example  of  the  development  of  model  standards  is  currently  being  com- 
pleted by  a  group  of  State  and  non-profit,  voluntary  child-placing  agencies  con- 
cerned about  the  importance  of  post-legal  adoption  services.  This  group  is  working 
under  the  direction  of  the  Children's  Home  Society  of  Minnesota  towards  the  devel- 
opment of  a  comprehensive  "Model  Statement  on  Post-legal  Adoption  Servces."  It  is 
the  plan  of  the  group  of  agencies  involved  to  disseminate  the  Model  Statement  to 
national  organizations,  such  as  the  Child  Welfare  League  of  America,  the  Council 
on  Accreditation  of  Services  to  Children  and  Families,  the  Naitonal  Committee  For 
Adoption,  the  National  Council  of  Juvenile  And  Family  Court  Judges,  and  the 
North  American  Council  on  Adoptable  Children.  These  national  organizations  c:'.n 
then  give  consideration  and  possible  endorsement  to  the  Statement.  All  of  the  work 
to  date  has  been  completed  without  Federal  funds.  The  Federal  government  could 
do  much,  however,  to  study,  discuss  and  disseminate  the  results  of  this  Statement  or 
others  like  it  on  the  need  for  on-going  services  to  adoptive  families,  especially  those 
who  adopt  children  with  special  needs. 


The  concept  of  a  national  adoption  exchange  has  matured  under  the  funding  and 
guidance  of  the  Adoption  Opportunities  law.  Seeing  to  it  that  waiting  children  from 
all  parts  of  the  country  can  be  matched  with  waiting,  approved  adoptive  families 
from  other  parts  of  the  country  is  an  important  area  for  Federal  involvement.  These 
a.  e  America's  waiting  children,  and  they  should  not  be  limited  in  their  oppotunities 
to  be  adopted  by  having  to  wait  for  an  appropriate  fimily  from  the  State  in  which 
they  are  currently  being  cared  for.  The  national  adoption  exchange  should  be  main- 
tained under  the  Adoption  Opportunities  law.  We  urge  the  Subcommittee  to  careful- 
ly review  the  development  of  tl)e  National  Adoption  Exchange,  its  services  to  wait- 
ing children  and  waiting  families,  and  its  coordination  with  regional  and  State  ex- 
changes across  the  country.  The  country  should  have  a  system  using  telecommuni- 
cations and  computerized  matching  procedures  so  children  waiting  for  homes  can 
find  them  regardless  of  where  they  live  in  the  United  States. 


I'KOMOTINC;  QUALITY  STATE  STANDARDS  FOK  ADOPTION  SERVICES 


MAINTAINING  A  NATIONAL  ADOI*TION  EXCHANGE 
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With  foundation  urjiritu  nnd  private  contributions,  the  National  Committee  For 
Adoption  oijerates  thi'  Niitional  Adoption  Hotline,  (202)  403-7563.  This  information 
and  referral,  telephone  service  offers  an  opportunity  for  prospective  adoptive  par- 
ents to  learn  more  about  waiting  children  with  special  needs  The  volunteers  have 
participated  in  a  training  session  with  the  director  of  the  National  Adoption  bx- 
change.  Marlene  Piasecki,  so  that  appropriate  referrals  to  the  National  Adoption 
Exchange  can  be  made  by  the  National  Adoption  Hotline.  We  plan  to  coordinate  our 
efforts  with  those  other  groups  and  projects,  based  on  our  experience  and  the  im- 
proved results  for  children  as  the  National  Adoption  Exchange  is  implemented,  to 
assure  that  Federally-funded  and  privately-funded  efforts  reach  as  many  as  possible 
with  accurate  information  about  adoption.  ^   c  u  c=-^ 

Finally  the  National  Committee  For  Adoption  urges  the  Subcommittee  to  consid- 
er giving  recognition  to  adoption  as  a  loving,  family-building  option  by  designating 
the  month  between  Thanksgiving  and  Christmas  as  National  Adoption  Month.  Over 
the  past  several  years  adoptive  families  have  joined  the  Congress  in  celebrating  Na- 
tional Family  Week  during  Thanksgiving  Week.  For  example,  the  New  Jersey  Com- 
mittee For  Adoption,  in  conjunction  with  the  New  Jersey  Catholic  Conference,  Beth- 
any Christian  Services  and  OURS  held  an  "Adoption  Fair  ,  the  first  of  its  kind  in 
New  Jersey  on  November  21,  1982.  Marking  the  beginning  of  National  Adoption 
Week,  and  National  Family  Week,  the  Fair  provided  information  for  those  who  had 
adopted  and  for  those  who  wanted  to  adopt.         .        ,     .     ,  n  *u 

Information  about  the  newly  enacted  Amerasian  adoption  law  as  well  as  other 
adoption  opportunities  were  discussed  by  local  and  national  resource  people.  We  be- 
lieve that  by  formally  establishing  through  the  Adoption  Opportunities  law  the  time 
between  Thanksgiving  and  Christmas  as  a  time  for  recognition  of  adoption  as  a 
wonderful  way  to  have  a  Family,  this  will  serve  as  an  important  factor  in  gaining 
media  interest  and  support  in  promoting  adoption  during  a  happy,  family-tocused 
time  for  our  Nation  each  year.  ^,    .      ,  .  aj  » 

Thank  vou  for  the  opportunity  to  present  the  National  Committee  For  Adoption  s 
views  about  the  important  role  the  Adoption  Opportunities  law  does  have—and  can 
cinUnufto  have-in  helping  children  get  adopted.  We  support  the  reauthorization 
of  the  Adoption  Opportunities  law,  and  hope  the  suggested  changes  for  the  law  in- 
eluded  in  S.  1003,  will  be  enacted  into  law. 

Senator  Denton.  We  will  have  some  for  you,  Ms.  McHugh;  thank 
you  very  much. 

Ms.  Sreedhar.  .  rr        o     ju  t 

Ms  Sreedhar.  Mr.  Chairman,  my  name  is  Kathy  Sreedhar  and  1 
am  the  adoption  representative  for  Mother  Teresa  s  organization  in 
the  United  States.  I  appreciate  the  opportunity  to  discuss  your 
commendable  effort  to  strengthen  the  adoption  opportunities  pro- 

^^You  have  heard  testimony  on  many  occasions  regarding  the 
plight  of  the  countless  thousands  of  children  m  the  United  btates 
who  do  not  have  permanent  families.  Therefore  I  would  hke  to  use 
my  time  this  morning  to  describe  briefly  how  Mother  Teresa  s  pro- 
gram  works  in  the  United  States,  and  draw  on  our  experience  in 
Effectively  placing  special  needs  children  to  suggest  some  ap- 
proaches you  may  want  to  consider  in  improving  the  adoption  op- 
portunities program.  ^  /  •  i.  ^„ 
Mother  Teresa's  order,  the  Missionaries  of  Charity,  is  an  interna- 
tional organizaticii  serving  the  poorest  of  the  poor  in  31  countries. 
The  Missionaries  of  Charity  is  licensed  by  the  Government  of  India 
to  place  homeless  children  for  adoption  both  incountry  and  inter- 

^^Since"l974,  they  have  successfully  placed  approximately  100  spe- 
cial needs  children  per  year  in  permanent  adoptive  homes  in  6b 
States  throughout  the  United  States,  at  a  cost  of  $800  per  child,  not 
including  air  fare.  ^  .  ,  . 

I  work  as  a  volunteer,  in  addition  to  being  a  single,  working 
mother  of  three  children,  two  of  whom  I  adopted  from  the  Mission- 
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aries  of  Charity.  The  children  we  place  for  adoption  all  have  spe- 
cial needs.  They  are  dark-skinned,  come  from  unknown,  deprived 
backgrounds,  and  suffer  from  a  variety  of  diseases.  A  majority  have 
physical,  emotional  or  mental  handicaps,  are  of  school  age,  part  of 
a  sibling  group,  or  a  combination  of  the  above. 

Every  parent  who  adopts  a  child  from  the  Missionaries  of  Char- 
ity has  an  approved  home  study  from  a  licensed  adoption  agency, 
and  has  met  the  preadoption  requirements  Inot  only  of  the  State 
and  the  Immigration  and  Naturalization  Service,  but  also  of  the 
Missionaries  of  Charity  and  of  the  Government  of  India. 

Most  of  these  qualified  families  actively  sought  a  special  needs 
American  child  either  instate  or  interstate.  They  were  unable  to 
adopt  one  because  of  Government  and  agency  regulations,  policies 
and  procedures  which  discouraged  rather  than  facilitated  their 
adoption.  I  will  highlight  just  a  few  of  these  which  have  direct 
impact  Qn  the  families  who  applied  to  us. 

Local  agencies  have  authority  and  control  over  the  children  in 
their  care,  but  are  still  subject  to  little,  if  any,  review  or  account- 
ability. Many  still  have  no  accurate  information  on  the  number 
and  status  of  children  in  their  care,  much  less  share  this  informa- 
tion with  other  agencies  or  register  them  on  exchanges. 

They  do  not  always  provide  information  or  home  studies  to  wait- 
ing parents,  nor  enable  parents  to  have  access  to  children  across 
State  lines. 

The  exchanges  have  no  authority  to  place  children,  even  though 
they  provide  necessary  information  and  services.  Some  waiting 
children  have  been  listed  on  the  exchanges  for  years.  While  a  na- 
tional exchange  system  which  permitted  prospective  adoptive  par- 
ents as  well  as  agencies  to  register  would  be  helpful,  it  would  not 
solve  the  problem  of  local  agency  authority  over  the  children. 

Many  agencies  impose  rigid  and  restrictive  criteria  both  in  judg- 
ing overall  parenting  ability  and  in  selecting  parents  for  specific 
available  children.  They  do  not  use  the  families  who  seek  to  adopt 
the  waiting  children. 

Consider  just  a  few  examples  of  families  unable  to  adopt  an 
American  special  needs  child  who  successfully  adopted  the  same 
kind  of  child  from  India.  All  of  these  families  had  approved  home 
studies  and  met  their  States'  preadoption  requirements. 

In  Iowa,  a  Republican  delegate  and  his  wife  could  not  adopt  a 
hard  to  place  child  locally,  nor  have  their  home  study  referred  to 
another  State,  because  their  agency  would  not  consider  families 
who  already  had  biological  children.  They  adopted  from  Mother 
Teresa  a  4-year-old  boy  with  no  use  of  his  legs. 

In  Maryland  5  years  ago,  a  family  sought  to  adopt  any  child,  re- 
gardless of  age,  handicap,  race  or  sex.  The  local  agency  claimed 
there  were  no  children  available.  They  adopted  from  the  Missionar- 
ies of  Charity  an  8-year-old  post-polio  girl  who  was  mentally  retard- 
ed. 

Last  year,  this  family  and  many  families  in  their  adoptive  parent 
group  attempted  to  adopt  a  special  needs  child  using  the  exchange 
books  which  this  bill  made  possible.  None  succeeded  because  the 
local  agencies  with  authority  to  place  children  would  not  move 
them  across  State  lines. 
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This  family,  just  a  few  weeks  ago,  adopted  another  girl  from 
Mother  Teresa,  who  was  11  years  old,  had  never  attended  school, 
and  is  physically  and  mentally  handicapped. 

Another  family  had  two  biological  children  and  adopted  a  third 
who  was  legally  blind  and  multiply  handicapped.  They  requested  a 
fourth  child  with  any  handicap  under  the  age  of  6  and  identified 
through  the  exchange  books  twin  girls  in  another  State  with  the 
same  problem  as  the  child  they  already  adopted. 

Their  local  agency  approved  thei^r  home  study  only  for  an  older 
child»  and  refused  to  submit  the  home  study  to  another  State.  They 
just  adopted  from  India  a  2-year-old,  failure  to  thrive  girl  with  mul- 
tiple congenital  impairments. 

These  families  are  among  the  10,000  every  year  who  contact  me 
about  adoption.  I  reply  with  a  form  letter,  included  in  the  hearing 
record^  which  describes  the  placement  process.  This  letter  empha- 
sizes the  condition  and  problems  of  the  children  and  the  require- 
ments necessary  to  adopt  them. 

When  informed  of  the  children's  needs,  the  risks  involved  in 
adopting  them  and  the  long  and  complicated  requirements,  ap- 
proximately 200  initially  select  themselves  as  motivated  and  able 
to  undertake  the  risks  and  challenges  of  adopting  a  special  needs 
child. 

These  parents  who  decide  to  proceed  must  have  an  approved 
home  study  and  meet  all  the  United  States  and  Indian  require- 
ments. The  Missionaries  of  Charity  asks  only  that  families  write  a 
letter  describing  themselves  and  their  reaction  to  my  description  of 
the  children. 

We  do  not  have  criteria  regarding  age,  marital  status,  family 
size,  handicaps,  or  education,  as  we  do  not  believe  parenting  ability 
is  determined  by  these  factors.  This  flexibility  enables  us  to  place 
even  the  hardest  to  place  children  with  loving  parents. 

Thus  far,  we  have  found  no  child  to  be  unadoptable.  This  month, 
Krishna,  a  7-year-old  athetoid,  quadreplegic  boy,  who  neither  walks 
nor  talks,  was  adopted  by  a  family  in  Washington. 

The  families  maintain  at  least  yearly  contact  with  the  Sisters 
and  report  that  the  children  are  flourishing  and  the  adoptions  suc- 
cessful. Less  than  2  percent  of  the  children,  all  of  whom  were  of 
school  age,  have  been  replaced  with  other  families,  compared  to  a 
national  disruption  rate  of  15  to  25  percent  for  these  children. 

The  Missionaries  of  Charity  has  successfully  placed  thousands  of 
special  needs  children  in  permanent  adoptive  homes  in  India,  the 
United  States,  and  throughout  the  world  primarily  because  of  com- 
mitment to  the  children.  Mother  Teresa  believes  that  the  biggest 
disease  is  the  feeling  of  being  unwanted,  uncared  for,  and  deserted 
by  everybody.  i  • 

The  program  works  also  because  it  focuses  only  on  placing  these 
most  needy  children,  is  flexible,  relies  heavily  on  the  self-selection 
process,  and  makes  use  of  volunteers,  adoptive  parents,  and  other 
community  resources  throughout  the  placement  process.  It  also 
costs  less  than  most  U.S.  adoptions. 

As  a  context  for  my  comments  on  this  bill,  I  would  like  to  say 
that  I  appreciate  this  committee's  interest  in  the  problems  that 
cause  the  breakdown  in  families  and  result  in  the  children  being 
separated  from  them.  Your  support  of  child  welfare  legislation 
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which  strengthens  families  and  offers  services  which  prevent  chil- 
dren from  getting  into  the  foster  care  system  is  essential.  However, 
it  is  also  critical  to  provide  programs  which  enable  the  children  to 
get  out  of  the  system. 

If  the  purpose  of  this  bill  is  to  enable  homeless  children  to  have 
an  opportunity  to  be  adopted,  surely  it  can  be  phrased  so  that 
proven  approaches  such  as  those  I  have  outlined  are  encouraged 
and  supported. 

1  am  concerned  that  the  bill,  as  amended,  has  been  broadened  to 
include  a  number  of  programs  and  services  which  as  important  as 
they  may  be,  do  nut  have  a  direct  impact  on  the  waiting,  special 
needs  children,  and  have  already  been  funded  by  this  and  other 
legislation. 

More  important,  I  fear  these  programs  will  dominate  the  use  of 
funds  and  take  away  from  initiatives  that  benefit  the  children. 
Since  this  is  the  only  major  bill  with  specific  funding  for  these 
most  vulnerable  and  otherwise  ignored  children,  I  strongly  urge 
you  to  urge  the  limited  funds  for  programs  that  effectively  facili- 
tate their  adoption. 

Since  others  will  testify  on  specific  sections,  I  will  comment  on 
only  one  finding.  The  bill  adds  infants  born  to  unmarried  parents 
to  those  who  may  be  in  serious  jeopardy  and  are  in  need  of  adop- 
tive placement. 

Children  of  unmarried  parents  are  not  necessarily  either  in  jeop- 
ardy, nor  available  for  adoption.  In  fact,  10  percent  of  the  Mission- 
aries of  Charity's  adoptive  parents  are  single  and  have  successfully 
parented  the  most  hard  to  place  children.  In  addition,  we  use  single 
parents  for  children  who  have  had  to  be  replaced  from  two-parent 
families. 

I  urge  you  to  change  this  language  and  focus  instead  on  the  chil- 
dren most  in  need  of  adoption  who  have  been  waiting  for  years.  I 
have  been  informed  that  unmarried  parents  refer  to  teenagers. 
Nevertheless,  it  is  a  little  unclear. 

I  strongly  recommend  that  the  bill  continue  its  original  intent  to 
meet  the  still  unmet  needs  of  the  homeless  adoptable  children 
waiting  for  homes.  The  previous  bill  led  to  the  development  of  a 
number  of  programs  which  met  these  needs. 

These  volunteer,  private,  and  other  efforts  which  you  have  sup- 
ported, as  well  as  the  Missionaries  of  Charity,  have  demonstrated 
that  they  can  solve  problems,  eliminate  barriers,  and  succeed  in 
placing  special  needs  children  and  families. 

I  hope  you  continue  to  invest  in  initiatives  like  these,  whose  sole 
purpose  is  to  place  a  specific  number  of,  and  specific  available,  chil- 
dren. They  need  only  small  amounts  of  money  to  continue  their 
work. 

I  urge  that  this  bill  make  specific  provisions  for  strong,  creative 
programs  that  actually  resblt  in  the  placement  of  children,  which 
is  the  only  measure  of  success.  If  we  truly  cannot  afford  to  increase 
spending  for  these  children,  then  we  cannot  afford  to  spend  the 
limited  funds  on  anything  but  moving  children  from  the  fosterjcare 
system  to  permanent  homes. 

I  know  you  recognize  that  the  adoption  c,  portunities  program 
addresses  only  a  small  part  of  the  need  for  services  for  adoptable 
children,  particularly  those  with  special  needs.  The  major  barriers 
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that  impede  permanence  for  children  are  addressed  in  the  Adop- 
tion Assistance  and  Child  Welfare  Act.  I  urge  you  also  to  imple- 
ment and  enforce  the  act  and  support  its  existence  separate  from 
bloc  grants. 

In  closing,  I  want  to  emphasize  that  if  this  society  and  this  com- 
mittee have  the  same  commitment  as  Mother  Teresa  to  the  un- 
wanted, uncared  for,  and  deserted,  it  will  use  all  available  re- 
sources to  relieve  the  daily  burden  of  the  poorest  and  homeless 
children. 

I  thank  you  for  inviting  me  to  testify  this  morning,  and  I  fervent- 
ly hope  there  will  be  no  need  to  testify  5  years  from  now  on  the 
same  number  of  children  needing  homes,  some  of  them  exactly  the 
same  children  as  are  waiting  today. 

I  appn^ciate  and,  more  important,  the  waiting  parents  and  chil- 
dren are  grateful  for  your  efforts  to  bring  them  together.  I  will  be 
happy  to  answer  any  questions. 

[The  prepared  statement  of  Ms.  Sreedhar  follows:] 

Pkkpakkd  Statkmknt  of  Kathy  Sreedhar,  Adoption  Representative. 
Missionaries  oe  Charity 

Mr.  Chairman,  members  of  the  subcommittee,  my  name  is  Kathy  Sreedhar  and  I 
am  the  Ad()j)ti()n  Representative  for  Mother  Teresa's  orfjanization  in  the  United 
States.  I  appreciate  the  opportunity  to  discuss  your  commendable  effort  to  strength- 
en the  Adoption  Opportunities  Program,  authorized  in  1978  as  part  of  the  Child 
Abuse  Prevention  and  Treatment  and  Adoption  Reform  Act. 

You  have  heard  testimony  on  many  occasions  regarding  the  plight  of  the  100,000 
children  in  the  United  States  legally  free  for  adoption  and  the  thousands  more  in 
long  term  foster  care,  who  are  in  need  of  permanent  families.  Many  of  these  chil- 
dren have  begun  to  recognize  the  benefits  of  the  Adoption  Opportunities  Program 
and  the  Adoption  Assistance  and  Child  Welfare  Act  (Public  Law  96-272).  However, 
an  estimated  100.000  adoptable  children,  many  with  special  needs,  are  still  waiting 
for  homes,  while  qualified  families  continue  to  face  insurmountable  obstacles  in 
seeking  to  adopt  them.  This  bill  is  needed  to  address  the  barriers  and  to  support  the 
initiatives  that  actually  place  these  children,  particularly  those  with  special  needs, 

in  adoptive  homt-s.  .    .     ,    tt  •    j  oi.  * 

I  shall  describe  brieflv  how  Mother  Teresa  s  program  works  in  the  United  btates 
and  draw  on  our  experience  in  effectively  placing  special  needs  children  to  suggest 
some  approaches  you  may  want  to  consider  in  improving  the  Adoption  Opportuni- 
ties Program. 

Mother  Teresa's  order,  the  Missionaries  of  Charity,  is  an  international  organiza- 
tion serving  the  poorest  of  the  poor  in  81  countries  in  many  ways.  The  Missionaries 
of  Charity  is  licensed  by  the  Government  of  India  to  place  homeless  children  for 
adoption,  both  in-country  and  inter-country.  Since  1974,  they  have  successfully 
placed  approximately  100  special  needs  children  per  year  in  permanent  adoptive 
homes  in  :il>  states  throughout  the  United  States  at  a  cost  of  $800  per  child,  not  in- 
cluding air  fare. 

I  work  as  a  volunteer,  in  addition  to  being  a  single  working  mother  of  3  children, 
2  of  whom  I  adopted  from  the  Missionaries  of  Charity. 

The  children  we  place  for  adoption  all  have  special  needs.  They  are  dark  skinned, 
come  from  unknown,  deprived  backgrounds  and  suffer  from  a  variety  of  diseases.  A 
majority  have  physical,  emotional  or  mental  handicaps,  are  of  school  age,  part  of  a 
sibling  group,  or  a  combination  of  the  above. 

Every  parent  who  adopts  a  child  from  the  Missionaries  of  Charity  has  an  ap- 
proved homestudy  from  a  licensed  adoption  agency  and  has  met  the  preadoption  re- 
quirements, not  only  of  the  State  and  the  Immigration  and  Naturalization  Service, 
but  also  of  the  Missionaries  of  Charity  and  the  Government  of  India.  Most  of  these 
qualified  families  actively  sought  a  special  needs  American  child,  either  in  state  or 
interstate.  They  were  unable  to  adopt  one  because  of  government  and  agency  regu- 
lations, policies  and  procedures,  which  discouraged  rather  than  facilitated  adoption. 
For  example: 


Ki'(l«'r;»l  Aiui  Stall-  fuii<JiiHj  iiu»'nl ivcs  .»nd  ml.'ch^lni^.m.s  for  IbsttT  care  and  adop- 
tn)M  still  riKJjura^i'  aurin*n's  Ut  iiKiintaiii  cliildron  in  care  rather  than  placing  them 
in  an  adoptive  hoMM-. 

\.iK\i\  agencies  have  authority  and  control  over  the  children  in  their  care,  but  are 
siill  suhji'ct  to  !itlk*.  if  any.  review  or  accountability.  Since  these  agencies  do  not 
benefit  Irum  moving  their  children,  they  do  not  enable  parents  to  have  access  to 
children  across  state  lines. 

'I'lu'  i'xchanges  have  no  authority  to  place  children,  even  though  they  provide  nec- 
essary inRjrniation  and  services.  Since  all  agencies  must  c<joperate  in* order  for  the 
e.vchange  to  work,  some  waiting  children  have  been  listed  for  years.  While  a  nation- 
al exchange  system,  which  permitted  pnwpective  adoptive  parents  as  well  as  agen- 
cii's  [o  register  wtjuld  be  helpful,  it  would  not  solve  the  problem  of  local  agency  au- 
thority over  the  children. 

Many  agencies  impose  rigid  and  restrictive  criteria,  both  in  judging  overall  par- 
enting ability  and  in  selecting  parents  for  specific  available  children.  They  do  not 
u.se  the  families  who  seek  to  adopt  the  waiting  children. 

Though  many  agencies  are  overworked,  understaffed,  underpaid  and  under 
traini'd.  thi'y  make  little  u.se  of  community  resources,  adoptive  parent  groups,  volun- 
teers or  team  approaches.  Consider  a  few  examples  ol'  families  unable  to  adopt  an 
Anu'rican  special  needs  child  who  successfully  adopted  the  same  kind  of  child  from 
India.  All  these  families  had  approved  homestudies  and  met  their  State's  preadop- 
tion  n'Cjuirements. 

In  h)wa.  a  Republican  delegate*  and  his  wife  could  not  adopt  a  "hard  to  place" 
child  locally,  nor  have  their  homestudy  referred  to  another  State  because  their 
agency  would  n(;t  consider  families  who  already  had  biological  children.  They  adopt- 
ed from  Mother  Teresa  a  }  year  old  boy  with  no  use  of  his  legs. 

In  Maryland,  '»  vears  ago.  a  family  consisting  of  a  doctor,  teacher  of  the  learning 
disabled,  and  1  children,  sought  to  adopt  any  child  regardless  of  age,  handicap,  race 
or  si'X.  Their  h>cal  agency  claimed  no  children  were  available.  They  adopted  from 
the  Missionaries  of  Charity  an  S  year  old  post  polio  girl  who  is  mentally  handi- 
capped. Last  year,  the  L's  and  many  families  in  their  adoptive  parent  group  at- 
tempted to  locate  and  adopt  a  special  needs  child,  using  the  exchange  books  which 
this  bill  made  po.ssible.  Neither  they  nor  anyone  in  their  parent  group  succeeded 
because  the  local  agencies  with  authority  to  place  children  would  not  move  them 
across  state  lines.  The  L's  recently  adopted  another  girl  from  Mother  Teresa,  who  is 
11  years  old.  had  never  attended  school  and  is  also  physically  and  mentally  handi- 
capped. 

The  X's  had  2  biological  children  and  adopted  a  third  who  was  legally  blind  and 
multiply  handicapped.  They  requested  a  fourth  child  with  any  handicap  under  the 
age  ol"  six  and  identified  through  the  exchange  books  twin  girls  in  another  state 
with  the  same  problems  as  the  child  they  already  adopted.  Their  local  agency  ap- 
proved them  only  for  an  older  child  and  refused  to  submit  their  homestudy  to  an- 
other state.  They  adopted  from  India  a  2  year  old.  failure  to  thrive  girl,  with  multi- 
ple Ci)ngenital  impairments.  This  family  agreed  to  my  telling  their  story,  but  not  to 
niy  identifying  them,  because  they  feared  their  agency  would  not  approve  them  for 
a  fifth  "hard  to  place"  child. 

In  .Massachusetts.  Miss  .J.  a  teacher,  found  insurmountable  barriers  to  adopting  in 
the  United  Slates  because  she  is  single.  Over  the  last  IJ  years  she  has  adopted  from 
India  1  .school  age  girls:  one  has  spina  bifida,  2  are  abused  siblings  and  the  4th  was 
replaced  from  another  family. 

These  families  are  among  the  lO.HOf)  per  year  who  contact  me  about  adoption.  I 
reply  with  a  form  letter,  included  in  the  hearing  record,  which  describes  the  appli- 
cation.  .selection,  placement,  post-placement,  final izat ion  and  post-adoption  follow-up 
pn  ce.s.s.  This  direct,  reality  based  letter  emphasizes  the  condition  and  problems  of 
the  children  and  the  requirements  necessary  to  adopt  them.  When  informed  of  the 
children's  needs,  the  risks  involved  in  adoptmg  them,  and  the  long  and  complicated 
re(|uirements.  approximately  200  initially  select  themselves  as  motivated  and  able 
to  undertake  the  risks  and  challenges  of  adopting  a  special  needs  child  from  India. 
The.se  parents  who  decide  to  proceed  must  have  an  approved  homestudy  and  meet 
all  the  requirements  of  the  agency.  State.  Immigration  and  Naturalization  Service 
and  the  Government  of  India.  The  Missionaries  of  Charity  ask  only  that  families 
write  a  letter  de.scribintr  themselves,  their  motivation  for  adopting  a  child  with  spe- 
cial needs  and  their  rea'.tion  to  my  description  of  the  available  children  and  that 
they  contact  p;f rents  who  have  already  adopted  a  child  from  India.  We  do  not  have 
criteria  regpr  Jing  age,  marital  status,  family  size,  handicaps,  education  or  finances 
as  we  do  n  believe  parenting  ability  is  determined  by  these  factors.  This  flexibility 
enables  us  to  place  even  the  "hardest  to  place"  children  with  loving  parents.  Thus 
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tar  wf  havf  Iniisxl  nn  i'hlld  to  bo  iirKuloptable.  This  month,  Krishna,  a  7  year  old 
athftuid  ^uiiuin'|>l«r.u-  l»ny.  who  ntMthor  walks  nor  talks,  was  adopted  by  a  family  in 

Washin^ori.  .  .    ,    c..  ,  ^i.         j  iu  • 

The  families  maintain  at  least  yearly  contact  with  the  Sisters  and  they  and  their 
aL'encies  and  parent  K^'oups  report  that  the  children  are  nourishing  and  the  adop- 
tions are  successful.  Less  than  29c  of  the  children,  all  of  school  age,  havo  been  re- 
placed with  other  families— compared  to  a  national  disruption  rate  of  lo-2o  percent 
for  these  children      »    ^  .      .      ,   .  ,     r       •  i  j 

The  Missionaries  of  Charity  have  successfully  placed  thousands  of  special  needs 
children  in  permanent  adoptive  homes  in  India,  the  United  States  and  throughout 
the  world,  primarily  because  of  commitment  to  the  children.  Mother  Teresa  believes 
that  "the  biggest  disease  is  .  .  .  the  feeling  of  being  unwanted,  uncared  for  and  de- 
serted by  everybody."  .  ,    .      ,  .  J 

The  program  works  also  because  it  focuses  only  on  placing  these  most  needy  chil- 
dren is  flexible,  relies  heavily  on  a  self  selection  process,  mokes  use  of  volunteers, 
adoptive  parents  and  other  community  resources  throughout  the  placement  process 
and  costs  less  than  most  United  States  adoptions. 

If  the  purpose  of  this  bill  is  to  enable  homeless  children  to  have  an  opportunity  to 
be  adopted,  surely  it  can  be  phrased  so  that  proven  approaches  such  as  those  I  have 
outlined  are  encouraged  and  supported.  Five  years  ago,  this  bill  did  focus  on  these 
especially  needy  children  and  began  to  promote  programs  which  actually  resulted  in 
the  placement  of  these  children  in  families.  ,      .        u     j      j  • 

However,  I  am  concerned  that  the  bill,  as  amended,  has  been  broadened  to  in- 
clude a  number  of  programs  and  services  which,  important  as  they  may  be,  do  not 
have  a  direct  impact  on  the  waiting  special  needs  children  and  have  already  been 
funded  bv  this  and  other  legislation.  More  important,  I  fear  these  programs  will 
dominate*  the  use  of  funds  and  take  away  from  initiatives  that  would  benefit  these 
children  For  example,  the  bill  calls  for  additional  Advisory  Boards,  mechanisms  to 
promote  standards,  clearing  houses  and  studies.  Though  I  welcome  a  study  of  the 
Missionaries  of  Charity  and  efforts  like  ours,  I  ask  you  not  to  use  federal  funds  for 
this  purpose,  but  only  for  programs  that  directly  serve  the  children.  Since  this  is  the 
onlv  major  bill  with  specific  funding  for  these  most  vulnerable  and  otherwise  ig- 
nored children,  I  strongly  urge  you  to  use  the  limited  funds  for  programs  that  effec- 
tively facilitate  their  adoption.   

Since  others  will  testify  on  specific  sections  of  the  bill,  I  will  comment  on  only  one 
finding  before  making  a  few  recommendations.  , 

In  Section  7.(a)(l)  the  bills  adds  "infants  born  to  teenaged  individuals  and  unmar- 
ried parents*'  to  those  who  may  be  in  serious  jeopardy  and  are  in  need  of  adoptive 
placement  Children  of  unmarried  parents  nre  not  necessarily  either  in  jeopardy  nor 
available  for  adoption.  In  fact,  10  percent  of  the  Missionaries  of  Charity  s  adoptive 
parents  are  single  and  have  successfully  parented  the  most  "hard  to  place  children. 
In  addition  we  use  single  parents  for  children  who  have  had  to  be  replaced  from 
two  parent 'families.  F  urge  that  you  exclude  these  infants  and  focus  instead  on  the 
children  most  in  need  of  adoption  who  have  been  waiting  for  years. 

I  strongly  recon  mend  that  the  bill  continue  its  original  intent— to  meet  the  still 
unmet  needs  of  the  over  10(),()0()  homeless,  adoptable  children  waiting  for  perma- 
nent homes.  The  previous  bill  led  to  the  development  of  a  number  of  programs 
which  met  these  needs.  These  volunteer,  parent  group  agencies  and  other  efforts 
which  you  have  supported,  as  well  as  the  Missionaries  of  Charity,  have  demonstrat- 
ed that  they  can  solve  problems,  eliminate  barriers,  and  succeed  in  placing  special 
needs  childVen  in  families.  I  hope  you  continue  to  invest  in  initiatives  like  these 
whose  sole  purpose  is  to  place  a  specific  number  of  and  specific  available  children 
and  who  need  only  small  amounts  of  money'to  continue  their  work.  I  urge  that  this 
bill  make  specific  provisions  for  strong,  creative  programs  that  actually  result  in  the 
placement  of  children— the  onlv  measure  of  success.  Funds  could  be  made  available 
for  demonstration  or  service  projects  designed  to  get  children  adopted.  Consider  a 
few  pos^ihilities:  ,  ,      .,  ,  ,  .,  , 

I'rrn^ri»ms  which  would  overcome  jurisdictional  barriers  and  move  children  across 
state  lines-  programs  which  would  encourage  public  and  private  and  yolunteer 
sector  partnerships  to  facilitate  adoption;  and  programs  which  would  enable  United 
States  agencies  who  have  already  developed  successful  approaches  to  train  others. 

If  we  truly  cannot  afford  to  increase  spending  for  these  children,  then  we  cannot 
afford  to  spJnd  the  limited  funding  on  anything  but  moving  children  from  the  foster 
care  system  to  permanent  adoptive  homes.  .  .     „  jj  i 

1  know  that  you  recognize  the  Adoption  Opportunities  Program  addresses  on\y  a 
small  part  of  the  need  for  services  for  adoptable  children-particularly  those  with 
special  needs.  The  major  barriers  that  inu)ede  adoption  are  addressed  in  the  Adop- 
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tion  Assistiuu-i'  and  Child  Welfare  Act  (P.L.  !)()-272).  I  urge  you  also  to  implement 
and  enforce  the  Act  and  .support  its  existence  separate  from  block  grants.  Your  sup« 
port  of  the  Education  for  all  Handicapped  Children's  Act  (RL.  !M-M2),  the  Crippled 
Children's  Program  included  in  Maternal  and  Child  Health  Block  Grant  and  Medic- 
aid are  also  essential  for  the  children  with  special  needs. 

In  closing,  I  want  to  emphasize  that,  if  this  Society  and  this  committee,  has  the 
same  commitment  as  Mother  Teresa  to  the  ''unwanted,  uncared  for  and  deserted," 
it  will  use  all  available  resources  to  relieve  the  daily  burden  of  the  poorest  and 
homeless  children. 

I  thank  you  for  inviting  me  to  testify  this  morning.  However,  I  fervently  hope 
that  there  will  be  no  need  to  testify  five  years  from  now— on  the  same  number  of 
children  needing  homes,  some  of  them— the  same  children— as  are  waiting  today. 

I  appreciate,  and  more  important,  the  waiting  parents  and  children  are  grateful 
for  your  efforts  to  bring  them  together. 

I  will  be  happy  to  answer  any  questions. 

Wcushinf^ton.  D.C. 

Dkak  Fkiknd:  Thank  you  for  your  interest  in  the  adoption  of  a  child  from  India.  I 
regret  that  I  cannot  answer  INITIAL  requests  personally,  since  I  receive  thousands 
of  inquiries  for  approximately  100  children  available  for  adoption  per  year.  I  am  not 
an  adoption  agency,  but  work  as  a  volunteer  from  my  home  after  my  regular  work- 
ing hours,  and  am  the  only  U.S.  resource  for  information  and  assistance  for  this  pro- 
gram. The  Missionaries  for  whom  I  volunteer  are  a  charitable  organization  regis- 
tered  in  India  who  have  homes  for  orphaned,  abandoned,  destitute  and  handicapped 
children.  This  organization  is  authorized  and  recognized  by  the  Government  of  India 
to  receive  children  and  to  identify  and  place  children  whose  best  interests  are 
served  by  adoption,  both  in-country  and  inter-country.  The  inter-country  adoption 
process  in  a  long  and  complicated  one,  I  provide  information  and  assistance  on 
working  with  iigency,  state,  U.S.  Immigration  and  India  laws,  regulations  and  proce- 
dures. I  hope  this  information  will  answer  your  questions.  I  would  be  happy  to  talk 
to  you  after  you  have  read  this  letter  and  are  interested  in  the  children  who  are 
avaiUible  for  adoption. 

The  children:  The  children's  home  identifies  the  children  legally  eligible  for  adop- 
tion. They  are  available  because  they  have  been  abandoned  or  relinguished  due  to 
poverty,  malnutrition,  tuberculosis,  handicaps  or  being  born  out  of  wedlock.  The 
children  range  in  age  from  infants  to  Kt  years.  The  children  available  for  adoption 
now  and  in  the  forseeable  future  will  be  a  few  high  risk  infants,  children  of  all  ages 
with  severe  handicaps,  are  of  school  age  or  part  of  a  sibling  group  or  a  combination 
of  the  above. 

Since  there  are  so  many  requests  for  so  few  babies,  infants  without  handicaps  are 
placed  mainly  with  families  who  are  childless  or  who  have  only  1  or  2  other  chil- 
dren. 

Children  who  are  handicapped  or  over  It  are  available  to  families  regardless  of 
their  marital  status,  number  of  other  children  in  the  family,  age  or  religion.  The 
children  who  are  Catholic  must  be  placed  with  Catholic  families.  There  is  no  reli- 
gious rei^uirement  for  the  children  who  are  not  Catholic  (religion  unknown). 

The  children  *ill  have  dark  skin.  Since  you  and  your  child  may  have  a  differrnt 
skin  color  and  features,  you  must  be  prepared  for  attention,  curiosity,  questions  and 
hostile  attitudes  and  behavior  from  others.  If  you  have  any  doubts  about  persons  of 
a  different  color,  culture  or  race,  these  children  are  not  for  you. 

'l*he  children  may  suffer  from  a  variety  of  diseases,  come  from  unknown  back- 
grounds tind  there  is  no  guarantee  as  to  how  they  will  develop,  adjust  or  behave.  We 
know  little,  if  anything,  about  the  child's  biological  family,  prenatal  care,  medical, 
developmental  and  social  history,  emotional  adjustment,  behavior  or  even  exact 
birth  date. 

Many  children  arc  abandoned  at  an  impressionable  age  and  suffer  severe  trau- 
mas. 

Foundlings  without  exact  birth  dates  have  their  birthdays  estimated  by  bone  x- 
rays  and  physical  examinations.  Medical  examinations  and  treatment  are  provided 
for  the  children  and  a  psychologist  evaluates  children  when  needed.  The  children 
usually  suffer  from  one  or  more  of  the  following:  malnourishment,  vitamin  and  pro- 
tein deficiency,  diarrhea  and  intestinal  parasites  and  worms,  skin  diseases  (e.g.  lice, 
scabies,  boils),  upper  respiratory  and  ear  infections,  rickets,  salmonella,  poor  teeth, 
enlarged  liver,  malaria  and  positive  tuberculosis  tests. 

Your  child  will  know  only  Hindi  and  one  of  the  other  14  major  Indian  languages. 
Therefore,  neither  of  you  will  be  able  to  communicate  verbally  for  months,  which 
may  be  frustrating  and  taxing  for  all  of  you.  Most  of  the  children  delayed  in  their 
emotional  and  intellectual  development. 
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A  low  cliildivn  liiivt'  liad  iiiuJetftted  problems  and  handicaps  (hearing  loss,  blood 
diseas(^  severe  learning  and  emotional  disabilities)  which  have  permanent  effects. 

The  children  live  in  an  environment  in  which  the  sisters  love  and  know  them  and 
care  deeply  about  their  welfare  and  development.  They  suffer  from  being  shifted, 
separated  and  having  to  learn  to  adjust  to  new  people,  new  ways  of  being  treated 
and  a  new  language.  Your  child  may  feel  homesick,  deserted,  frightened,  bewil- 
dered, depressed,  angry  and  be  wary  of  forming  close  relationships.  She  may  behave 
in  anv  one  or  more  of  the  I'oUowing  ways:  she  may  be  passive,  withdrawn,  unrespon- 
sive rejecting  (I  don't  love  vou^you  don't  love  me,  I  want  to  return  to  the  sisters)  or 
he  niav  attach  himself  to  one  parent  and  reject  the  other;  be  unable  to  let  you  out  of 
his  sight  without  panic;  test  you  to  make  sure  he  won't  be  sent  back  if  he  s  bad  ; 
demand  attention,  have  temper  tantrums,  disobey,  be  destructive,  bedwet,  refuse  to 
eat  or  sleep  or  have  terrifying  nightmares.  Toddlers  sleep  in  small  cribs  and  may  be 
frightened  ol'  large  beds.  Many  of  the  childi  en  over  G  lie  and  steal.  A  child  who  ex- 
presses none  of  these  emotions  may  be  more  disturbed  than  one  who  can  deal  with 
them  openly.  In  order  to  buy  affection  and  security,  your  child  may  regress  and  hide 
her  insecurities  and  anxieties  until  adolescence  when  she  may  have  a  worse  identity 

^^Many  families  have  experienced  negative  attitudes  and  behavior  from  their  fami- 
lies, neighbors,  school  and  church.  Children  have  been  taunted  and  called  "nigger 
or  labeled  as  retarded  because  they  have  not  yet  learned  English.  Farnilies  have 
been  refused  admission  to  public  and  private  recreation  and  other  facilities.  Some 
clergy  have  refused  to  baptize  the  children.  •  Mrk 

To  repeat,  as  in  any  adoption  or  birth,  there  is  an  element  of  risk  and  there  \s  iNU 
C;UARANTEE  as  to  the  health,  intelligence,  appearance,  development  or  behavior 

of  the  child.  .  ^      .  ^  ^ 

The  process:  The  time  from  date  of  application  to  date  of  assignment  ol  a  child 
depends  on  the  availability  of  the  age  and  sex  of  the  child  you  want.  The  time  irom 
date  of  acceptance  of  a  child  to  date  of  arrival  is  three  to  six  months,  depending  on 
how  last  vou  complete  your  papers,  on  the  court  situation  in  India  and  on  the  U.S. 
Immigral'ion  and  Naturalization  Service  approval  of  the  Relative  Immigrant  Visa 

Petition.  ^  .      i  .  j  i    *     •  * 

You  must  have  patience  and  be  prepared  for  frustration,  delays  and  last  minute 
changes  in  procedures,  regulations,  papers  required  and  f[i^hts. 

CW.sv  The  cost  of  the  adoption  is  .$l,8r>0.00  per  child,  INCLUDING  transportation 
to  the  east  coast.  This  includes:.  ,      ,     •    ,  a  ^^Ain^\ 

All  expenses  for  legal,  court,  administrative  work,  physical  exams  and  medicaJ 
care,  immunizations  and  medicines. 

Obtaining,  preparing  and  processing  social  and  medical  history,  birth  certiticate, 
legal  documents,  photographs,  passport  and  visa  for  the  child. 

All  fees  for  child's  transportation  and  an  escort  from  Delhi  to  the  east  coast  (New 

York  or  Boston).  ,,.,.1,1      u  ^* 

There  is  no  application  fee.  The  Sl,:ir)().()(>  is  payable  in  full  only  when  you  accept 

the  referral  of  the  child.  ,  .      n  i  •  . 

Additional  costs:  1.  Ongoing  transportation.  A  volunteer  esxort  will  bring  your 

child  from  the  east  coast  to  the  airport  nearest  your  home.  The  cost  depends  on 

where  you  live.  ^  1       j-  ^        *  i«^u«^r, 

2  Large  telephone  bills.  You  must  be  prepared  for  many  long  distance  telephone 
calls  regarding  preparation  of  documents,  changes  in  procedures,  travel  arrange- 
ments, etc.  Since  we  are  volunteers,  we  place  calls  collect.  ,      .     .       -  ,  . 

:\  Document  fees  for  notarization,  certification  and  authentication  ol  documents. 

•I.  THE  $:ir>  FEE  required  by  U.S.  Immigration  and  Naturalization  Service  lor 
filing  the  l-i'M  form.  ,     ,  ^  .  , 

Documents  needed:  If  vou  are  interested  in  adopting  one  of  these  children,  vou 
must  meet  the  preadoption  requirements  in  your  state,  the  U.S.  and  India.  Your 
NEXT  step  is  to  submit  the  following  documents:  (Please  DO  NOT  se/id  them  regis- 
tered or  certified  mail.)  ,     tt        j       *  u  ,^,.^r^\<.t<^A 

1.  A  notarized  copy  of  an  approved  homestudy.  If  you  do  not  have  a  comp  eted 
homestudy,  locate  an  adoption  agency  licensed  in  your  state  to  do  one  for  you.  II  you 
have  difficiiltv,  India  will  request  one  for  you.  •     .     j    .     ^uua  r.^. 

Z  A  letter  about  your  family  and  your  reasons  for  wanting  to  adopt  a  child,  par- 
ticularlv  one  from  India.  ,  .        i- u    1  iiTo 

Families  who  adopt  children  from  us  have  a  wide  variety  ol  bacicgrounds,  lile- 
stvles  and  values.  You  are  in  the  best  position  to  know  whether  this  adoption  is 
right  for  you.  We  would  like  to  know  more  about  you  and  have  you  include  your 
birth  and  marriage  dates,  health,  employment,  and  such  things  as: 
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A  (li'sc.'rii)ti()n  i>\'  yoiifsclf,  your  fiimily,  your  life,  values,  interests,  activities, 
friends,  comnuinity  and  work.  What  makes  you  happy,  angry,  and  how  you  express 
love,  anger.  How  you  niake  decisions  and  share  responsibilities,  for  example;  rules, 
moiu'y.  chores,  child  care? 

Why  you  want  to  adopt  a  child,  particularly  one  f  rom  India?  What  kind  of  child 
you  want  (age.  sex,  handicap)?  Whose  idea  was  it?  liow  long  have  you  been  consider- 
ing it?  What  alternatives  you  have  explored?  How  did  you  learn  about  us?  If  you 
are  infertile,  how  have  you  dealt  with  this  issue? 

What  kind  of  children  you  like  and  dislike?  What  you  want  your  child  to  be  like 
now  and  in  the  future?  Do  you  expect  your  child  to  appreciate  what  you  do  for  her? 
What  if  she  d(K'sn't?  What  you  have  to' offer  a  child?  What  makes  a  good  parent  and 
gciod  relationshii)  v.-ith  a  child?  What  is  the  difference  between  a  biological  and 
adopted  child  and  i)a renting  a  biological  and  adopted  child?  What  concerns  you 
have  about  ado[)tiiig?  What  has  caused  or  would  cause  you  to  break  a  commitment 
to  a  loved  one  or  adopted  child? 

Since. your  nuirriage.  what  has  been  different  from  your  expectations  and  what 
adjustnuMUs  have  you  made?  What  changes  would  you  make  in  yourself,  spouse, 
lile?  What  changes'you  foresee  with  a  new  child  fitting  into  the  family;  for  example, 
yourself.  nKirriage.  freedom,  time,  nioney,  chores,  pressures? 

Your  reaction  to  this  letter  and  the  description  of  the  children.  How  you  feel  you 
will  coi)e  with  the  problems  that  arise  i'rom  the  child's  having  an  unknown  history 
and  a  different  color  and  cultural  background  from  you.  How  you  feel  about  your 
fa  mil  v  being  "nuxed".  How  your  family  and  friends  view  this  adoption.  How  you 
would  handle  hostility  from  family,  neighbors,  church  and  school.  How  will  you  pro- 
vide your  child  with  its  ethnic  identity.  How  you  feel  about  getting  a  child  profes- 
sional hv\p  if  needed  on  arrival  or  in  her  teens. 

:i  A  notarized  letter  from  your  doctor  stating  you  probably  cannot  have  a  child  by 
birth  (for  childless  couples  only). 

I.  A  notarized  letter  of  recommendation  from  your  priest  (for  Catholic  couples 
onlyt. 

You  nKty  find  it  helpful  to  meet  parents  in  your  area  who  have  adopted  a  child 
fron)  us.  If  you  do  uoi  already  know  such  a  family,  let  me  know  and  I'll  put  you  in 
touch  with  one. 

If  the  children's  honu'  selects  a  child  for  you,  they  will  send  a  photograph,  a  brief 
nu'dical  report  stating  height,  weight,  birth  date  (approximate)  and  diseases  or 
haruiicaps,  if  any.  You  will  also  receive  legal  pap(»rs  and  a  short  description  of  your 
child.  However,  the  child  originally  described  as  shy  may  turn  out  to  be  assertive 
and  vice-versa,  Voi;  atv  in  the  best  position  to  judge  if  the  adoption  of  this  specific 
child  is  right  for  you.  If  you  accept  the  child,  you  must  complete,  notarize,  certify 
and  aumenticate  the  legal  documents  for  India.  These  consist  of  two  powers  of  at- 
torney, one  medical  certificate  on  your  health,  a  declaration  that  you  want  to  be 
guardian  of  this  child  and  a  financial  statement.  You  must  also  file  an  I-<>0()  with 
the  U.S.  Immigration  and  Naturalization  Service  for  permission  to  admit  the  child 
into  the  United  States. 

When  vou  are  appointed  guardian  by  the  court,  you  will  receive  a  birth  certifi- 
cate, proof  of  the  child's  availabilitv  for  adoption  (two  affidavits  from  the  children's 
home  that  the  child  has  been  released  and  is  legally  free  for  adoption),  a  court  order 
appointing  vou  guardian  of  the  child  and  permitting  you  to  remove  her/him  to  the 
United  States,  an  adoption  deed,  an  Indian  passport  bearing  your  last  name,  an 
alien  registration  card  and  a  health  card  indicating  innoculations. 

We  prefer  that  vou  keep  an  Indian  name  for  a  middle  name  when  you  readopt  the 
child  in  the  United  States.  Most  important,  the  Indian  Council  of  Child  Welfare,  the 
court  and  the  Sisters  are  very  concerned  about  each  child.  The  court  requires  that  a 
lO.ODO  liiipee  Suretv  Hond  be  posted  by  the  Sisters  for  each  case.  The  condition  of 
the  hond  is  that  the  adopting  parents  must  submit  a  quarterly  post-placement 
report  and  two  color  photographs  to  the  Indian  Council  about  the  child's  welfare 
and  development  until  the  child  is  legally  adopted  in  the  United  States.  These  re- 
ports must  describe  the  physical  and  emotional  adjustment  and  progress  ol  your 
child  and  refiect  the  love  you  have  for  your  child.  When  the  adoption  is  finalized, 
you  must  send  the  certified  court  order  stating  the  child  is  adopted  in  your  state  so 
that  the  lawver  may  go  back  to  court  and  discharge  the  bond.  You  can  obtain  addi- 
tional copies  for  yourself  of  the  adoption  decree  from  the  Clerk  of  the  Circuit  Court 
which  handled  vour  adoption.  . 

The  Missionaries  of  Charitv  retains  joint  custody  of  the  child  until  he  or  she  is 
legally  adopted  in  the  United  States.  They  love  and  care  for  the  children  and  ask 
that,  after  legal  adoption,  you  maintain  yearly  contact  with  them  or  me.  If  you  do 


not  Ift'l  you  can  maintain  the  commitnu'nt  to  keeping  in  close  contact  with  India, 
PLKASK  do  not  proci'ed.  ....  *  « 

You  mav  aUo  ciioose  to  he  involved  in  your  local  adoptive  parent  support  group. 

ir  vou  wish  further  information  or  assistance,  let  me  know.  Be  sure  to  include 
u^lephone  numbers  where  vou  mav  be  reached.  1  wish  you  the  best  of  luck  and  suc- 


cess. 

Sincerely. 


Kathy  Skkkdhak. 


Senator  Dknton.  Thank  you,  Ms.  Sreedhar.  For  your  informa- 
tion the  printing  of  our  wording  is  in  error,  and  it  should:  have 
read— and  this  will  be  corrected  "infants  born  to  teenage  individ- 
uals and  unmarried  parents '  they  were  added  to  those  who  may  be 
in  serious  jeopardy  and  are  in  need.  i    r   j  i.- 

It  should  say,  *'and  some  such  children  are  in  need  ot  adoptive 
placement,"  OK? 

Ms.  Skkkdhak.  Thank  you. 

Senator  Dknton.  We  will  certainly  take  everything  that  you 
have  said  about  changes  into  our  deliberations.  We  are  just  trying 
to  help  and  we  do  not  mean  to  muddy  the  waters."  I  do  see  the  point 
of  much  of  what  you  are  saying.  ^  -^u 

1  want  Ms.  Candace  Mueller  to  feel  welcome  to  comment  with  re- 
spect to  any  of  the  questions  we  ask,  and  I  ask  all  three  of  the 
others  to  do  the  same  when  I  ask  any  one  person  a  question. 

I  certainly  admire  all  three  of  you  for  what  you  are  doing,  and 
particularly  those  who  have  adopted  children.  You  are  a  refreshing 
and  opposite  change  to  those  who  casually  have  and  then  fail  to 
care  for  children  who,  in  fact,  are  as  important  as  the  parent.  I 
would  think,  the  parent  should  feel  even  more  love  for  the  child 
than  they  feel  for  themselves.  That  is  the  normal  mother  instinct, 
and  even  the  normal  father  instinct. 

I  just  do  not  know  where  it  has  all  gone  in  the  last  20  years  or 
so  Unwed  mothers,  for  example,  used  to  put  their  kids  up  for  adop- 
tion out  of  the  feeling  of  realism  that  they  would  get  better  care 
than  they  were  able  to  provide  them.     ,    ,  .    ^  ^  ^       ^  , 

I  do  not  know  which  one  of  you  to  ask  this,  but  I  want  to  under- 
stand better  the  issue  of  the  father  of  the  unwed  child  coming 
along  later  and  saying  he  wants  to  take  custody  of  the  child.  You 
mention  that  the  mother  is  placed  in  the  position  of  either  acced- 
mn;  to  that  or  raising  the  child  herself,  because  if  she  puts  it  up  tor 
adoption.  I  presume  that  he  gets  sort  of  first  shot  at  it.  Is  that  the 
idea? 

Ms.  MUKLLER.  Yes.  ,  ,         .  u    i-u  4. 

Senator  Dknton.  Well,  not  in  every  case,  would  that  be  the  worst 
fate  in  the  world.  I  mean,  if  the  guy's  parents  were  going  to  really 
help  him  raise  the  child  and  he  is  the  natural  father,  is  that  to  be 
considered  an  undesirable  alternative  in  every  case? 

I  did  not  quite  get  the  exact  nuance  of  whosever  statement  that 
was. 

Ms.  McHuGH.  It  was  mine. 

Senator  Denton.  Yes.  .  ,    .        ,  i     ^  u      a  • 

Ms  McHuGH.  I  think  you  are  very  right;  it  would  not  be  undesir- 
able in  every  case.  But  I  think  the  implication  must  be  that  the 
biological  mother  who  has  carried  the  child  to  ternri  with  the  un- 
derstanding in  the  case  that  we  are  talking  about  that  she  did 
want  to  place  the  child  for  adoption  because  she  felt  that  neither 
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sho  nor  the  biolo^Mcal  father  could  take  care  of  the  child  in  a 
proper  manner,  was  all  of  a  sudden  faced  with  the  prospect  that 
that  was  not  what  was  going  to  happen  and  that  the  biological 
father  would  then  have  the  rights  to  the  child. 

What  is  being  said  is  that  she  does  not  feel  that  he  can  take  care 
of  the  child  either. 

Senator  Dknton.  Would  there  be  some  lack  of  objectivity  occa- 
sionally in  that  feeling  on  her  part?  I  would  rather  imagine  so. 

Ms.  MuEi.LEK.  There  could  be»  Senator.  That  is  the  role  of  the 
court  in  working  with  the  biological  mother  and  the  biological 
fiJther.  to  determine  what  would  be  in  the  best  interests  of  the 
child. 

Another  consideration  with  regard  to  making  that  adoption  plan 
is  privacy.  In  the  case  before  the  Supreme  Court,  the  biological 
father  is  planning  to  bring  the  baby  back  to  a  very,  very  small 
town,  and  that  was  of  concern  to  the  young  woman. 

That  was  the  reason  she  was  served  in  a  maternity  residence. 

Senator  Denton.  Served  what? 

Ms.  MUELLEK.  In  a  maternity  home  and  was  making  an  adoption 
plan,  because  she  felt  her  child  deserved  a  fresh  start  that  did  not 
begin  with  all  of  the  stigma  which  would  result  from  the  fact  that 
this  was  an  out-of-wedlock  birth.  So,  that  is  a  concern  to  her  and  to 
her  family. 

Senator  Denton.  You  mean  the  issue  of  privacy,  as  you  use  it, 
refers  to  the  confidentiality  of  the  fact  that  the  child  was  born  out 
of  wedlock? 

Ms.  Mueller.  Yes. 

Senator  Denton.  What  is  the  present  state  of  things  in  that 
matter? 

Ms.  Mueller.  Well,  with  regard  to  this  case,  if  the  father 
brought  the  child  back  to  raise  in  that  community,  there  would  be 
no  c  fidentiality. 

Se!;:^ior  Denton.  But  if  that  were  desirable  in  every  other  re- 
spect, should  the  confidentiality  override  the  

Ms.  Mueller.  It  would  not,  and  that  is  the  work  that  the  courts 
havo  been  involved  in.  This  occurred  in  the  State  of  Texas  and  the 
case  has  gone  all  the  way  to  the  Supreme  Court  of  Texas,  where  it 
was  determined  that  the  father  was  not  fit. 

Senator  Denton.  Well,  what  do  you  think?  In  other  words,  each 
case  would  be  different,  really,  would  it  not? 

Ms.  Mueller.  Certainly,  certainly. 

Senator  Denton.  OK.  The  thing  that  I  am  in  most  need  of  educa- 
tion in,  and  I  do  not  want  to  waste  the  time  of  the  panel  or  the 
audience  or  my  staff  learning  it,  but  it  seems  to  me  that  one  of  the 
keys  to  what  you  all  have  been  talking  about  is  the  system  of  fi- 
nancial transfers  that  go  on.  They  seem  to  be  somewhat  extensive 
and  involve  Federal,  State,  and  then  some  private  agencies. 

There  must  be  a  myriad  of  State  differences  out  there  which 
make  it  very  difficult  for  me  to  get  a  real  handle  on  it.  But,  Ms. 
Piasecki,  you  seemed  to  be  dwelling  on  that  as  much  as  anyone. 
Would  you,  in  just  a  paragraph  or  two,  try  to  clarify  the  relevant 
aspects  of  the  financial  arrangements  which  pose  not  only  barriers 
to  adoption,  but  1  think  what  might  be  called  ethical  violations  as 
well? 
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1  see  repeated  charges  here  that  an  agency  will  not  permit 
across-the-State-line  adoption,  which  I  presume  tends  to  help  them 
financially.  Because  they  are  making  some  kind  of--I  hate  to  use 
the  term— profit  on  the  care  with  respect  to  that  child,  n  they  lose 
it  you  all  have  indicated  that  the  remuneration  setup  is  Havored 
so  that  it  favors  their  keeping  the  child,  which  is  a  mess,  to  say  the 
least,  when  we  are  trying  to  do  just  the  opposite  of  that. 

How  would  you  summarize  that? 

Ms  PiASECKi.  Well,  I  think  that  there  is  a  mix  of  problems.  Cer-. 
tainlv,  some  people  have  said  that  private  agencies  are  keeping 
children  in  extended  care  because  public  agencies  will  pay  for  that 

^'^l^do  not  think  that  we  can  simply  make  a  statement  that  that  is, 
in  fact,  true.  There  is  also  a  problem  in  that  public  agencies  will 
pav  for  an  extensive  period  of  time  a  foster  care  payment  or  an  in- 
stitutional care  payment,  which  can  range  anywhere  from  ^byWi)  to 
.^MO.OOO  per  year,  but  will  not  provide  an  agency  which  specializes 
in  Uie  placement  of  special  needs  children  for  adoption  a  one-time, 
$K()00  to  $5,000  placement  fee  because  they  say  they  do  not  have 
that  in  their  budget.  ^  ^  ,  , 

So  it  is  that  kind  of  reorganization  of  how  we  spend  money  that 
is  appropriate.  There  are  also  problems  in  the  mix  of  Federal  and 
State  dollars  that  support  adoption  subsidies.  Yes,  when  children 
move  across  State  lines,  their  monthly  maintenance— that  subsidy 
which  the  family  receives  to  take  care  of  everyday  needs— follows 

^^But  there  is  a  great  deal  of  confusion  regarding  the  medical  sub- 
sidy following  a  child.  We  recently  helped  in  a  situation  where  a 
child  from  New  Jersey  could  not  find  a  provider  in  Oklahoma 
which  would  accept  the  New  Jersey  medicaid  card,  not  becaiise  the 
child,  was  not  eligible,  but  because  of  the  problem  of  medicaid  pay- 
ments across  State  lines.  i_i       -i.  i 

It  is  a  problem.  Because  it  is  an  interstate  problem,  it  can  only 
be  solved  by  the  States,  in  cooperation  and  with  some  Federal  lead- 
ership, determining  how  we  can  solve  that  problem.  , 
So  the  fiscal  problems  relate  to  the  monies  that  go  to  the  fami- 
lies themselves  and  how  the  State  and  the  county  agencies  allocate 
funds  and  what  service  they  buy.  They  need  to  look  at  buying  more 
adoption,  and  realizing  that  buying  more  adoption,  they  will  need 
to  purchase  less  institutional  or  foster  care  for  the  same  children. 
Senator  Denton.  Go  ahead,  Ms.  McHugh. 
Ms.  McHuGH.  Could  I  comment  on  that,  also? 
Senator  Denton.  Yes.  : .  .       .  ,  . 

Ms  McHuoH  I  agree  with  what  Ms.  Piasecki  is  saying,  and  also 
with  what  Ms.  Sreedhar  said  about  coming  up  with  more  creative 
solutions  to  releasing  special  needs  children  for  adoption. 
■  There  is  a  project  that  was  done  last  year  in  Texas  with  a  volun- 
tary private  agency  in  Texas  called  the  Edna  Gladney  Home  They 
were  given  funds,  through  a  contract  for  services  from  the  btate  to 
the  private  agency.  The  Edna  Gladding  House  placed,  within  a 
year,  98  special  needs  children.  ^,   ^  u  u 

They  tried  to  put  a  monetary  amount  on  it  so  that  it  could  De 
decided  if  it  financially  was  acceptable.  Not  only  did  they  place  the 
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!)S  special  iu»ods  childrviu  l)ut  the  project  cost  $400,000  to  run  for 
that  year.  ,         .  , 

They  totaled  up  how  much  it  would  have  cost  to  keep  these  chil- 
dren \n  foster  care,  or  how  much  it  had  cost  them  to  keep  these 
children  in  foster  care  over  the  years  that  they  had  been  in  foster 
care,  and  it  was  $1  million. 

So.  you  can  see  that  in  just  this  one  project  of  creative  child-plac- 
ing sorts  of  ideas,  they  were  able  to  save  quite  a  bit  of  money,  and 
also  K^»t  these  children  plac^^d.  But  I  agree  with  both  people  that 
that  is  the  way  we  have  got  to  go,  to  try  to  use  some  creative  ideas, 
and  also,  try  to  utilize  private  agencies,  not  only  giving  money  for 
foster  care,  but  for  adoption  placement. 

Senator  Dknton.  Well,  what  role  could  the  Federal  Government 
play,  or  should  it  play,  in  insuring  that  there  is  an  expeditious  and 
sort  'oi'  iairly  flowing  adoption  across  State  lines,  for  example,  and 
that  they  not  sort  of  hold  on  to  the  kids? 

How  could  we  improve  that  situation  from  the  Federal  point  of 
view? 

Ms.  Skkkdhak.  If  the  incentives  no\y  are  to  keep  the  children  in 
care,  then  there  has  to  be  some  incentive  

Senator  Dknton.  I  am  sorry;  I  cannot  hear  you,  Ms.  Sreedhar. 

Ms.  Skkkdmah.  If  the  financial  incentives  now  encourage  the 
agencies  to  keep  the  children  in  care,  then  there  either  has  to  be  a 
i'inancial  disincentive  to  keep  them  in  care  or  an  incentive  to  move 
them  out  of  care. 

So,  as  you  were  referring  to  before,  the  mechanism  has  to  be  re- 
structured to  reward  placement  rather  than  reward  maintenance. 

Senator  Dknton.  Not  only  that,  but  it  would  save  money  over 
the  long  term. 

Ms.  Skkkdhak.  Well,  of  course  it  would  save  money.  I  have  one 
concern  here,  though,  because  it  certainly  saves  money  to  place 
children.  I  mean,  you  have  heard  testimony  on  that  for  many. 

years. 

I  am  sometimes  concerned  about  the  amounts  of  money  that  are 
given  to  agencies  to  place  special  needs  children.  This  example  that 
Mr.  McHugh  used  is  excellent,  but  I  was  just  up  in  Massachusetts 
where  a  great  deal  of  money  was  given  to  an  agency,  about  the 
same  amount  as  you  referred  to,  and  they  placed  only  seven  chil- 
dren. ,  1  u  r 

So,  there  has  to  be  some  relationship  between  the  number  ol 
placements  and  the  cost. 

Senator  Dknton.  Go  ahead,  Ms.  Mueller. 

Ms.  MuKLLKB.  Senator,  there  is  Federal  law.  Public  Lavv  96-272, 
which  has  been  mentioned  here,  not  within  your  jurisdiction, 
which  shows  the  kinds  of  barriers  and  the  problems  which  still 
exist  for  getting  children  placed. 

The  adoption  assistance  program  has  a  $5  million  amount  ol 
money  to  spend  for  subsidies  for  children  who  are  hard  to  place 
who  could  be  adopted.  That  money  is  not  being  spent.  Senator.  It  is 
an  entitlement  program  and  the  States  have  not  drawn  Jown  the 
money,  which  means  they  have  not  freed  children  and  made  them 
eligible  for  that  program.  .  ^ 

That  is  one  of  the  goals  that  Assistant  Secretary  Hardy  has  ex- 
pressed. That  program  is  under  her  jurisdiction  and  she  wants  to 
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work  with  the  States  to  see  that  that  money  is  spent,  money  which- 
goes  directly  to  adoptive  families  for  the  adoption  of  children. 

Senator  Denton.  I  just  want  to  get  the  answer  to  this  one  in  the 
record  from  Ms.  Sreedhar.  It  appears  that  few  upper  middle  class 
families  adopt  children  even  though  they  have  the  potential  re- 
sources to  provide  a  home  for  a  waiting  child. 

You  personally,  on  the  other  hand,  are  not  particularly  wealthy 
and  you  are  a  working,  single  adoptive  parent  with  a  full-time  vol- 
unteer commitment.  How  do  you  explain  the  paradox  that  people 
with  great  resources  tend  not  to  adopt,  while  people  with  fewer  re- 
sources tend  to  seek  to  adopt,  and  would  you  relate  that  to  what  we 
might  perceive  over  the  years  as  a  dwindling  appreciation  for 
family  and  an  increasing  propensity  to  be  materialistic? 

Ms.  Sreedhar.  I 'said  in  my  written  testimony  that  though  I 
would  welcome  a  study  of  our  parents,  I  did  not  think  Federal 
funds  should  be  used  for  this.  But  I  am  interested  myself  in  how 
parents  decide  to  adopt  a  child. 

If  we  get  10,000  letters  a  year  and  200  families  select  themselves, 
they  are  in  tho  best  position  to  know  that  they  want  this  child.  We 
do  not  make  agency-type  judgments  on  them. 

But  I  do  not  know  what  these  parents  have  in  common,  except  a 
commitment  to  the  children.  They  come  from  rural  towns,  big 
cities;  some  of  them  have  never  been  to  high  school,  some  of  them 
have  Ph.  D.'s.  Some  of  them  make  $10,000  a  year;  some  of  them 
make  several  hundred  thousand.  Some  of  them,  like  the  DeBolts, 
have  20  other  children,  and  some  are  single  parents  with  nine  chil- 
dren. Some  are  handicapped. 

I  really  do  not  know  how  to  make  a  generalization  about  who  is 
adopting.  I  will  say,  though,  that  one  of  the  best  methods  for  find- 
ing the  best  parents  is  to  let  parents  decide  for  themselves;  that  is, 
to  give  the  parents  as  much  information  as  possible  about  these 
children,  and  rely  on  individual  judgment  so  the  parents  can  decide 
for  themselves  whether  they  want  to  do  this  rather  than  superim- 
posing somebody  else's  judgment  on  them. 

Senator  Denton.  Go  ahead,  Ms.  Mueller. 

Ms.  Mueller.  Senator,  we  do  not  know  anything  about  who 
adopts.  We  do  not  have  any  national  data  to  describe  adoptive  fam- 
ilies or  adoptive  children  or  children  who  are  waiting  for  adoption. 

That  is  an  area  in  the  adoption  opportunities  law  which  has  not 
been  well  done  to  date,  if  done  at  all,  and  needs  to  be  done.  I  was 
very  encouraged  when  Director  Chapman  testified  before  you  from 
the  Bureau  of  the  Census  and  said  he  would  like  to  collect  that 
data. 

What  better  place  than  the  census,  which  can  talk  to  all  families 
and  find  out  who  has  adopted,  and  can  use  viably  valid  sample 
data  to  tell  you,  to  tell  HHS,  and  to  tell  us  who  are  the  adoptive 
families  in  the  United  States? 

I  hope  that  that  can  be  accomplished  within  the  next  couple  of 
years,  and  from  my  conversations  with  the  Bureau  of  the  Census, 
they  sure  would  like  to,  and  this  law  would  be  a  place  where  direc- 
tion couid  come. 

Senator  Denton.,  They  are  required  to  do  that  right  now.  By  the 
way  we  have  written  the  bill,  I  am  informed. 
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^J_»^ivv'  indications  of  what  you  all  have  forecast  about  media  par- 
ticipation, and  f  bertainly  applaud  it.  Within  the  la:st  few  days, 
channel  Vi—l  believe  a  Baltimore  channel— had  a  feature,  and  I 
believe  they  are  doing  this  weekly  now,  in  which  they  give  an 
award. 

I  do  not  know  whether  it  is  a  motherhood  award  or  a  love  award, 
but  this  time  it  was  a  black  lady  over  in  Baltimore  who  had  raised 
something  like  14  children,  10  grandchildren,  and  6  great  grand- 
children, and  they  were  all  in  this  great  big  room. 

They  never  had  had  a  lot  of  money,  but  obviously  they  were  each 
quite  well  adjusted,  happy  and  extremely  grateful  to  her  as  the  ma- 
triarch from  whom  had  flowed  all  this  love.  And  as  unimportant  as 
it  may  seem,  I  think  that  our  hierarchy  of  values  has  changed  by 
virtue  of  the  bombardment  of  the  role  models.  We  are  shown  a 
swinging  pair  who  fmd  happiness  as  the  sun  sets  over  the  hori- 
zon—it has  nothing  whatever  to  do  with  being  a  good  mother  or  a 
good  father  or  a  good  husband  or  a  good  wife.  It  used  to;  you  all 
just  have  not  lived  that  long. 

That  is  the  way  the  movies  used  to  end;  they  do  not  end  that  way 
anymore.  They  end  with  something  else,  and  what  is  at  the  begin- 
ning and  the  middle  is  something  different.  I  cannot,  in  my  own 
view,  believe  that  a  role  model  is  not  an  important  thing. 

As  the  young  man  testified,  and  as  Socrates  said  when  he  con- 
demned a  trend  in  Greek  drama  similar  to  that  which  has  taken 
place  in  our  entertainment  media  which  he  predicted  would  have  a 
disastrous  effect— and  he  was  accurate—on  Greek  society,  *'they 
poison  him  for  his  pains." 

We  will  have  questions  from  Senator  Dodd  for  this  panel,  also, 
and  I  will  have  some  more  in  writing  for  you.  I  understand  that 
Ms.  Donaf,-hey  here  on  my  right  has  been  working  with  some  of 
you.  I  solicit  your  assistance  to  us  in  continuing  to  in^prove  the 
Federal  statutes  relating  to  this. 

As  vou  pointed  out,  Ms.  Mueller,  some  of  them  are  not  in  my  ju- 
risdiction, but  i  believe  that  I  would  find  my  colleagues  reasonable, 
and  1  would  be  happy  to  take  the  initiative  of  trying  to  coordinate 
from  one  place  the  adjustment  of  these  regulations  and  rules. 

I  do  not  know  what  we  can  do  about  the  States  and  that  sort  of 
thing,  but  maybe  something.  Your  testimony  was  materially  valua- 
ble, and  I  think  things  look  optimistic  in  the  adoption  field.  Is  that 
right? 
Ms.  Mueller.  Yes. 

Senator  Dknton.  It  is  kind  of  anomalous  that  this  particular  Ad- 
ministration is  considered  uncompassionate  about  human  beings, 
when  there  does  seem  to  be  a  stress  within  it  from  a  good  number 
of  us  on  this  compassionate  endeavor. 

I  believe  that  it  is  more  than  just  compassion  and  altruism;  it  is 
also  a  factor  affecting  the  general  welfare  and  the  health  of  our  so- 
cierv— an  extremely  important  factor. 

So,  thank  you  very  much,  and  please  answer  any  questions  we 
submit  within  10  days.  ,       t  n 

Our  third  panel,  and  I  will  ask  them  to  step  forward  as  1  call 
their  names:  Mr.  Robert  DeBolt,  founder  of  Aid  to  Adoption  of  Spe- 
cial Kids;  and  Ms.  Clara  Valiente-Barksdale.  Mr.  DeBolt  is  the 
father  of  20  children,  14  of  whom  are  adopted.  I  am  looking  for- 
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ward  to  watching  his  award-winning  film,  **Who  Are  the  DeBolts, 
and  Where  Did  They  Gel  1!)  Kids?" 

I  understand  that  Mrs.  DeBolt  spoke  in  Birmingham  last  week 
and  met  with  my  State  director,  Danny  Cooper.  Mr.  Cooper  was 
deeply  moved  by  your  wife's  presentation. 

Ms.  Barksdale  is  an  authority  on  minorities,  specifically  Hispanic 
adoption. 

We  are  glad  to  have  both  of  you  here  this  morning.  Mr.  DeBolt, 
would  you  care  to  begin  your  testimony? 

STATEMENT  OF  ROBERT  W.  DeBOLT,  FOUNDER,  AID  TO  ADOP- 
TION OF  SPECIAL  KIDS;  AND  CLARA  VALIENTE-BARKSDALE, 
EXECUTIVE  DIRECTOR,  NEW  YORK  COUNCIL  ON  ADOPTABLE 
CHILDREN 

Mr.  DeBolt.  Thank  you»  Senator  Denton.  I  appreciate  the  oppor- 
tunity to  be  here  today  and  to  present  the  written  testimony.  Since 
that  written  testimony  is  a  matter  of  record,  I  will  not, read  that, 
but  I  will  simply  paraphrase  part  of  the  testimony.  I  would  also 
like  to  enlarge  on  certain  aspects  of  it,  and  also  to  comment  on 
some  of  the  testimony  that  has  been  given  this  morning  before  me. 

\s  you  mentioned,  I  am  indeed  a  parent  of  adopted  children.  My 
wiie  and  I  have  adopted  14  children.  Nine  of  these  children  are 
physically  handicapped;  the  other  children  had  emotional  prob- 
lems. Two  of  our  children  came  out  of  long-term  foster  care— an 
issue  which  we  talked  about  earlier  today  and  I  hope  to  talk  about 
a  little  bit  more. 

In  addition  to  that,  my  wife  and  I  are  the  founders  of  Aid  to 
Adoption  of  Special  Kids,  which  is  an  organization  that  has  been  in 
existence  for  about  9  years.  The  purpose  of  this  organization  was  to 
try  to  bridge  the  .regionalism  that  exists  in  the  United  States  in  the 
area  of  adoption. 

The  program  was  founded  to  be  a  national  organization,  and 
since  its  inception  it  has  indeed  worked  with  all  50  States.  We  do 
have  what  we  consider  to  be  sort  of  a  national  flavor  and  know 
where  the  national  pulse  might  be  in  adoption  today. 

In  addition  to  that,  of  course,  I  am  on  the  National  Committee 
for  Adoption,  and  I  serve  as  a  member  of  the  board  of  directors  of 
an  organization  in  Ohio  called  Hickory  Farms  Youth  Home,  where 
we  operate  foster  care  homes.  So,  I  have  that  aspect,  too. 

In  the  area  of  obstructions  to  adoption,  there  are  many  and  they 
are  varied,  and  they  change  tremendously  from  one  State  to  an- 
other State.  My  home  State  of  California  has  one  set  of  problems. 
The  State  of  Ohio,  where  we  have  an  office  now  being  established, 
has  an  entirely  different  set  of  problems. 

It  is  very  hard  to  generalize  across  the  United  States  as  to  where 
the  impediments  are  in  adoption  and  what  the  problem  is  with 
foster  care.  There  are  some  universal  ingredients  that  exist,  but 
there  are  so  many  unique  items,  from  attitudinal  problems  with 
social  workers,  to  archaic  and  unresponsive  laws  that  exist  in 
many  States,  to  the  judiciary  in  many  States,  with  their  inability 
to  terminate  parental  rights  when  children  have  been  in  long-term 
foster  care. 
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Dorcas  Hardy,  ihv  Assistant  Secretary  of  HHS,  today  mentioned 
in  her  testimony  that  there  were  *'about  50,000  special  needs  chil- 
dren already  terminated  for  adoption.*'  Well,  that  in  itself;  is  a  ter- 
rible statement  to  have  to  make.  We  should  know  how  many  chil- 
dren there  are  who  have  been  relinquished  for  adoption;  we  say 
''about." 

We  do  not  know  how  many  children  there  are  in  foster  care  in 
this  country.  We  say  about  500,000;  others  say  about  350,000.  What 
a  terrible,  wide-ranging  difference  we  have  between  those  two  fig- 
ures. 

Historically,  in  the  area  of  adoptions  in  this  country  there  has 
been  a  lack  of  national  networking.  Because  there  are  so  many 
unique  elements  in  each  State,  most  organizations  work  only 
within  their  own  States.  There  has  been  very  little  networking 
from  one  agency  to  another  to  try  to  take  on  what  is  a  problem 
over  here  in  Arizona  and  see  what  was  done  to  correct  that  condi- 
tion in  South  Carolina. 

There  has  been  very  little  networking  of  information  on  parents 
who  want  to  adopt,  and  even  children  who  are  adoptable.  There  are 
tremendous  listings  services  that  are  out  today — DARE,  CARE. 
There  are  all  sorts  of  books  that  are  put  out  showing  beautiful  pic- 
tures of  children  who  are  available  for  adoption,  and  descriptions 
of  these  children. 

But,  you  see,  this  is  not  spread  universally  throughout  jail  agen- 
cies in  this  country.  The  National  Adoption  Exchange  is  an  at- 
tempt to  put  together  some  type  of  a  system  where,  if  a  child  exists 
in  Florida  and  there  is  a  family  who  exists  in  California  who  feels 
that  the^  have  the  resources,  emotional,  financial,  or  whatever,  to 
adopt  that  child,  those  two  elements  can  be  brought  together. 

We  have  heard  testimony  this  morning  that  if  a  familyi  wants  to 
adopt  a  child  with  special  needs— we  will  say  a  child  with  cerebral 
palsy— and  they  go  to  their  local  agency  and  say,  "I  want  to  adopt 
such  a  child  and  I  have  the  ability  to  parent  that  child,''  quite 
often  they  are  told,  '*No,  that  child  does  not  exist.'*  | 

We  ran  into  a  situation  in  Ohio  just  weeks  ago  where  there  was 
a  family  who  went  to  Mercer  County,  Ohio,  making  that  request 
and  they  were  told,  **No,  there  are  no  children  of  that  nature 
here."  But,  next  door  in  Richmond  County,  there  were  five  children 
who  could  have  qualified  for  that.  Nobody  went  looking!  for  those 
children;  nobody  stepped  outside  the  jurisdiction  of  that  little 
county  in  Ohio  to  say,  *'Hey,  let  us  find  a  family  for  th!at  child.'' 

Now,  I  admit  that  this  National  Adoption  Exchange  is^not  going 
to  be  such  that  every  agency  is  mandated  to  put  those  I  names  of 
families  and  children  into  that  exchange.  But,  by  gosh,  it:  is  a  start 
in  the  right  direction. 

The  reason  I  would  imagine  that  their  numbers  are  low  now  is 
because  they  are  just  starting,  and  we  are  working  with  the  Na- 
tional Exchange  to  put  all  of  the  names  of  children  into  that  ex- 
change as  soon  as  we  can.  We  are  meeting  with  people  this  coming 
week  on  computer  equipment  requirements. 

Along  that  line,  that  is  an  expensive  element  for  an  agency.  We 
would  hope  that  the  National  Adoption  Exchange  would  be  funded 
at  a  level  which  would  allow  it  to  have  the  participating  agencies 
list  the  names  without  charge. 
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For  some  years,  there  has  b>;ien  an  inconsistent  Federal  approach 
to  adoption.  A  change  of  Jaiministration  normally  causes  such 
things  to  happen,  but  we  have  aJv/ays  felt  that  through  the  Federal 
Government,  the  question  of  adoption  of  special  children  and  the 
question  of  foster  care  and  its  terrible  entrepreneurial  aspects,  has 
been  something  that  has  not  been  paid  attention  to  by  the  Federal 
Government. 

We  are  absolutely  delighted  with  Assistant  Secretary  Dorcas 
Hardy's  adoption  initiative."  We  are  participating  in  that  and  we 
think  that  will  go  a  long  way  to  bringing  together  what  needs  to  be 
done  to  make  these  changes,  and  that  is  a  collaboration  between 
the  Federal  Government,  State  governments,  private  agencies. 
State  agencies,  and  certainly  the  private  sector. 

Adoption  subsidies  are  a  tremendous  need.  We  could  not  have 
adopted  three  of  our  children  if  it  had  not  been  for  the  fact  that 
Crippled  Children  Services  in  California  paid  for  the  medical  ex- 
penses directly  connected  with  those  children's  handicaps. 

One  child,  a  little  girl  5  years  old  who  was  born  blind,  had  a  cor- 
neal transplant — an  expensive  and  extensive  medical  procedure 
which  allowed  her  to  see  for  the  first  time  in  her  life,  because  Crip- 
pled Children  Services  paid  for  all  of  those  medical  costs.  We  could 
not  have  done  that,  and  most  families  could  not. 

We  found  in  working  throughout  the  50  States  that  adoption  sub- 
sidies and  medical  care  are  one  of  the  biggest  incentives  for  people 
to  adopt  a  special  child.  There  is  a  natural  reluctance,  particularly 
when  you  are  in  the  lower  income  brackets,  and  most  of  the  par- 
ents who  have  adopted  through  AASK  America  have  been  in  the 
lower  to  lower  middle  income  brackets. 

Eighty-five  percent  of  the  2,000  people  v/ho  have  adopted  through 
AASK  have  incomes  less  than  $20,000  per  year;  65  percent  of  those 
people  are  rural  families.  We  cannot  answer  all  of  the  questions  of 
why,  but  we  think  that  the  65-percent  rural  families  probably 
comes  from  the  fact  that  there  are  less  distractions  to  the  family  in 
the  rural  environment  than  there  are  in  a  metropolitan  environ- 
ment. 

AGENCY  BARRIERS  TO  ADOPTION 

We  have  heard  abo^^t  home  studies  not  being  allowed  to  cross 
county  lines  or  State  lines.  We  have  also  heard  of  the  rejection  of 
the  nontraditional  family. 

Our  families  in  AASK  are  almost  all  nontraditional— large  fami- 
lies such  as  the  Rossow  family  that  this  committee  was  privileged 
to  her.r  from  earlier  this  month.  Many  agencies  would  turn  them 
down  for  another  adoption  just  because  they  have  that  many  chil- 
dren. 

Single-parent  adoptions  is  our  second  greatest  resource  of  the 
adoptive  family,  and  we  also  use  handicapped  parents.  Vfe  have  a 
tremendous  recruitment  campaign  going  on  right  now  with  minor- 
ity families.  In  the  past,  minority  recruitment  has  generally  asked 
for  the  minority  family  to  look  minority,  but  to  sound  majority^ 
They  want  them  to  look  black,  to  look  brown,  but  to  have  all  of  the 
white  middle  class  values.  I  see  this  changing.  Los  Angeles  County 
has  a  tremendous  program  in  that. 


533 


529 


In  closinj^,  I  would  like  to  urge  this  Committee  in  its  delibera- 
tions on  the  Adoption  Opportunities  Act,  which  I  hope  you  will 
extend  for  the  3  years,  not  to  spend  money  on  such  items  as  agency 
awareness  of  special  kids  and  training  for  social  workers. 

If  those  social  workers  are  not  aware  and  trained  by  now,  they 
will  not  be,  so  let  us  not  kid  ourselves  and  throw  money  after  that. 
Put  in  programs  that  work,  gentlemen;  put  in  programs  like  the 
National  Adoption  Exchange  and  other  national  programs  that 
work. 

Thank  you  for  allowing  me  to  be  here,  and  also  thank  you  very 
much  for  the  professionalism  and  efficiency  of  the  committee  staff. 
They  have  been  very  good  to  work  with. 

[The  prepared  statement  of  Mr.  DetSoit  follows:] 

Phkpakki)  Statkmknt  of  Rogekt  W.  DeBolt,  Oakland,  Cauf. 

I  iim  ploasod  to  have  this  opportunity  to  give  testimony  to  this  Sub-committee  in 
support  of  the  re-aulhorization  of  the  Adoption  Opportunities  Act  for  four  more 
years.  Building  of  families  through  adoption  is  a  major  focal  point  of  my  life— as  a 
{Kirenl  and  as  a  volunteer  leader. 

My  wife  and  I  are  the  parents  of  20  children,  14  of  whom  are  adopted.  Nine  of 
these  adopted  children  are  physically  handicapped  and  many  of  the  14  have  suffered 
mild  to  severe  emotional  disturbances.  Our  family's  involvement  in  adoption  dates 
back  to  the  Fifties,  when  my  wife,  Dorothy,  and  her  late  husband  added  two  adopted 
Korean  children  to  their  family  of  five  biological  children.  Then  as  a  widow  with 
seven  children,  Dorothy  adopted  two  physically-handicapped,  war-wounded,  Viet- 
namese boy:-;  in  11)00. 

Combined  with  my  one  child  from  a  previous  marriage,  we  started  with  ten  chil- 
dren when  we  were  married  in  1!)70.  Since  that  time,  we  have  adopted  ten  addition- 
al children.  Several  of  our  adopted  children  are  what  society  would  consider  to  be 
severely  handicapped.  For  example,  one  of  our  adopted  children  is  a  Black  girl  who 
was  born  without  arms  or  legs.  Another  boy  is  blind  and  paralyzed  from  the  waist 
down.  These  children,  as  well  as  their  brothers  and  sisters,  attend  public  school,  are 
relatively  self-sufficient,  and  are  establishing  successful  lives  on  their  own. 

Our  interest  and  problems  in  adoptions  coupled  with  others  interest  in  our  family 
and  their  attempts  to  adopt,  was  the  impetus  in  our  forming  a  non-profit  organiza- 
tion to  encourage  and  assist  in  the  adoption  of  special  needs  children  nationally. 

In  107l{  we  founded  Aid  to  Adoption  of  Special  Kids  .  .  .  now  known  as  AASK 
America.  Headquartered  in  the  San  Francisco  Bay  Area  of  California,  this  oi^ganiza- 
tion  works  with  families  as  well  as  public  and  private  agencies  in  all  50  states  lo 
promote  adoption  of  physically  or  mentally  handicapped  children,  minority  chil- 
dren, older  childreTi  and  sibling  groups. 

I  serve  in  a  voluntary  capacity  as  President  of  AASK  America,  member  of  its 
Board  of  Directors,  and  serve  on  several  committees  of  the  Board.  In  addition  to  my 
service  to  AASK  America  I  am  a  member  of  the  Board  of  Directors  of  the  National 
Commission  for  Adoption,  Washington.  DC;  Hickory  Farms  Youth  Homes  in  Ohio; 
and  AASK  Midwest.  Toledo,  Ohio. 

I  am  also  on  Advisory  Committees  of  several  national  and  international  organiza- 
tions having  to  do  with  child  and  adoption,  and  was  a  member  of  the  White  House 
Conference  on  Children  and  Youth.  My  interest  in  adoption  of  special  children 
became  s(j  strong  that  1  resigned  my  position  as  President  and  CEO  of  a  construc- 
tion comi)any  so  that  1  could  devote  more  time  as  a  volunteer  to  AASK  America. 

My  wife  and  I  now  make  our  living  through  professional  speaking  appearances 
and  have  spoken  to  groups  in  4.*)  states  and  three  foreign  countries  in  the  last  three 
years.  These  appearances,  coupled  with  AASK  America's  national  program,  perhaps 
give  us  a  unique  and  accurate  view  of  the  status  of  special  needs  adoptions  in  the 
United  States  today. 

AASK  America  was  founded  in  response  to  inquiries  Dorothy  and  I  received  as  a 
result  of  press  and  medial  coverage  concerning  some  of  our  adoptions.  The  letters 
and  telephone  calls  we  received  from  all  parts  of  the  country  were  similar.  These 
people  wanttu  to  adopt  children  with  special  needs  but  for  various  reasons  had  b(fen 
discouraged  by  their  local  agency.  These  inquiries  had  increased  to  the  point  where 
AASK  America  was  organized.  Since  that  time.  AASK  has  grown  tremendously  and 
has  been  extremely  effective  in  its  goal  of  finding  homes  for  Special  kids.  This  na- 
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tiofial  orKJUiizatiDU  luis  Ixvn  rosponsiblo  for  the  placement  of  approximately  2000 
si)eflal  lurds  ihiUlrtMi  ill  I lu' last  ton  years.  j  j 

AASK  Aniorieaa  has  a  total  sta(T  of  ei^'lit  people  and  is  a  licensed  adoption 
auencv  in  California.  In  terms  of  scope  arui  numbers  our  most  effective  service  is 
AASK  s  National  Referral  Program.  This  is,  in  reality,  an  adoption  exchange  where- 
in we  act  as  a  matchmaker  between  the  children  who  wait  for  homes  and  families 
who  want  to  adopt  special  needs  children.  This  program  works  with  over  400  agen- 
cies throughout  the  United  Slates  and  has  received  inquiries  from  potential  adop- 
tivo  piwent^;  in  all  oO  states.  This  program  was  established  as  an  attempt  to  oyer- 
comi'  one  of  the  greatest  barriers  in  adoption  then  and  today  .  .  .  that  is  the  region- 
alism which  exists  throughout  the  United  States,  which  discourages  placement 

across  state  lines.  i     r  n     •  j- 

The  adoption  of  si)ecial  needs  children  is  severely  limited  by  the  foUowmg  condi- 
tions; ,      .  r  1 

/.  lAwk  of  current  adoption  and  foster  vare  adoptions —One  of  the  great  services 
which  could  be  provided  by  the  Adoptions  Opportunities  Law  is  the  collection  o!  na- 
tional adoption  and  foster  care  data.  It  has  been  almost  ten  years  since  there  has 
been  a  Federal  report  en  children  adopted  annually  in  the  United  States.  There  is 
almost  no  agreement  among  agencies  throughout  the  country  as  to  how  many  chil- 
dren art'  currently  in  foster  care  and  the  numbers  available  for  adoption.  We  know 
thiit  in  the  State  of  California,  the  numbers  of  children  in  foster  care  has  increased 
during  the  past  Hve  years  and  have  reason  lo  suspect  that  that  same  condition 
exists  in  most  of  the  other  populous  states.  However,  the  voluntary  reporting  of  the 
numlHTS  of  children  by  states  has  not  been  successful  and  we  would  urge  the  Sub- 
committee to  encourage  the  Department  of  Health  and  Human  Ser/ices  to  collect 
this  important  data.  We  further  recommend  that  the  Adoption  Opportunities  Law 
be  amended  to  require  ihe  Secretary  of  Health  &  Human  Services  to  consult  with 
other  appropriate  agencies  and  federal  departments  for  the  establishment  of  an  on- 
going annual  adoption  and  foster  care  data  gathering  and  analysis  system  thereby 
not  reiving  solely  on  voluntary  state  reporting. 

'  Lack  of  national  network  ofafrenciea  and  collaboration  among  agencies— W^e  be- 
lieve that  it  is  important  that  the  Adoptions  Opportunities  Law  continue  the  con- 
cept of  a  National  Adoption  Exchange.  We  have  worked  closely  with  the  Adoption 
Center  of  Delaware  Valley  and  believe  that  it  is  on  the  right  track  to  developing  an 
effective  national  exchange.  In  this  day  of  telecommunications  and  computer  tech- 
nology it  is  almost  unbelievable  that  adoption  agencies  would  not  already  be  match- 
ing waiting  children  with  families  through  this  modern  process.  nnn  f 

The  cost  of  the  appropriate  equipment,  however,  is  approximately  MU,UUU  to 
,^15,000  and  will  be  difficult  for  most  agencies  to  afford.  It  is  not  practical  to  expect 
agencies  to  pay  a  service  charge  to  the  National  Exchange  for  listing  children  or 
families.  The  level  of  funding  for  the  National  Adoption  Exchange  must  be  main- 
tained so  that  public  and  private  agencies  are  encouraged  to  participate  in  the^x- 
change.  This  program  will  be  a  major  factor  in  overcoming  the  regionalism  which 
permeates  the  national  adoptions  picture.  «.„ui«^ 

AASK  Am-rica's  National  Referral  Program  continually  battles  the  problem  o 
attempting  t  »  have  agencies  study  families  for  other  agencies  children.  A  nationa 
listing  of  families  willing  to  adopt  special  needs  children  will  also  encourage  social, 
workers  to  look  with  more  favor  upon  the  possibility  of  children  under  their  aus- 
pices being  placed  outside  their  jurisdiction. 

1  hope  that  the  Adoption  Opportunity  Uw  will  take  positive  steps  to  encourage  a 
higher  degree  of  coordination  among  agencies  nationally.  Any  long  term  solution  to 
the  problem  of  adoption  of  special  needs  children  requires  greater  federal  govern- 
ment and  private  sector  collaboration  in  the  future.  The  federal  government  must 
recogni7.e  that  its  funding  role  to  solve  this  problem  should  should  be  increased,  and 
nv)t  diminished  In  addition,  the  federal  government  must  particularly  by  sensitive 
to  encourage  purchase  of  services  to  private  agencies  for  placement  services  to  chil- 
dren in  puhlic  care  at  the  state  level,  and  provisions  of  adequate  adoption  subsidies 

^^ThT  private  agencies,  to  adequately  participate  in  any  federal  government-private 
sector  collaboration,  must: 

(a)  Continue  to  irake  increased  numbers  of  placements; 

(b)  Continue  to  use  their  Oexibility  to  test  new,  creative,  less  expensive,  and  faster 
wavs  to  place  children;  and  .  ,  ,    r-  j 

(c)  Initiate  contacts  with  business  and  corporations  to  help  finance  agency  adop- 
tion costs,  and  to  involve  the  media  in  bringing  to  the  attention  the  public  the 
availability  and  adoptability  of  special  needs  children.  We  believe  that  this  med  a 
involvement  is  one  of  the  best  methods  to  recruit  families.  Several  major  cities  in 
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the  L-uunlrv  have  T  V.  nows  st-^mcnts  wherein  children  are  brought  into  the  studio 
and  interviewed.  These  pro^'rams  have  high  appeal  and  have  been  successful  in  find- 
ing homes  for  the  children  who  have  been  allowed  to  appear,  I  hope  that  the  Adop- 
tion Opportunity  Law  will  encourage  the  press  and  the  meuia  to  continue  these  ef- 
forts to  bring  these  children  before  the  public.  ^ 

In  the  late  IDTOs,  there  was  a  film  made  on  our  family,  entitled  Who  Are  the 
DeUolts''  And  Where  I.id  They  Get  ID  kids?"  When  this  program  was  aired  as  a 
Special  on  AIK:~TV.  we  received  over  (iO.OOO  letters  from  across  the  country.  The 
exciting  aspect  of  tl.is  is  that  nearly  IT.OOO  of  those  inquiries  came  from  peopl-  who 
expressed  desire  to  adopt  a  special  needs  child,  j 

There  was  no  National  Adoption  Exchange  at  that  time,  nor  for  that  matter,  ade- 
quate networking  among  agencies,  AASK  was  not  able  to  assure  that  all  ol  the»e 
families  wen?  seen  as  viable  adoptive  parents  when  we  referred  them  to  thei  local 
agencies  for  home  studies.  ,  j. 

■>',  Inarniislent  Fvdend  approach  to  Irregular  Federal  lundmg  patterns 

and  fluctuating  administration  attention  in  adoptions  has  added  to  the  leadership 
problem  in  the  national  adoptions  scene,  I  hope  that  the  Adoptions  Opportunities 
Law  will  demonstrate  to  adoption  agencies,  parents  and  potential  acoptive  parents, 
that  the  Federal  government  has  a  substantial  and  continuing  role  in  providing  per- 
manent, loving  homes  for  children  with  special  needs. 

We  are  encouraged  by  the  effort  underway  at  the  Department  of  Health  and 
Human  Services.  Dorcas  Hardy,  Assistant  Secretary,  and  her  staff  have  developed 
the  "Adoption  Initiative"  which  encourages  private  and  public  agencies  to  work 
with  the  private  sector  including  the  press  and  media  to  promote  new  activities  to 
move  special  children  from  foster  care  into  permanent  homes.  Secretary  Hardy  has 
visited  AASK  America  and  we  are  convinced  that  the  "Adoption  Initiative  will  be 
successful  in  finding  permanent  homes  for  children,  and  in  attracting  private  sector 
dollars  to  be  added  to  increasing  federal  dollars  in  partnership  fashion. 

The  greatest  needs  for  funding  are  irt  providing  placement  dollars  to  public  and 
private  agencies  providing  reasonable  subsidies  for  adoptive  families,  and  the  pur- 
chase of  services  at  the  state  level.  Over  80  percent  of  the  families  who  have  adopt- 
ed through  AASK  America  are  low  to  middle  income  families. 

The  availability  of  a  subsidy  is  often  the  deciding  factor  on  whether  or  not  such  a 
familv  can  adopt.  It  is  a  national  disgrace  to  pour  millions  of  dollars  into  temporary 
homes  for  children  and  ignore  the  financial  need  of  families  who  take  these  children 
into  their  homes  on  a  permanent  basis,  thus  relieving  the  government  of  millions  ol 
dollars  of  ongoing  costs,  •        u  i 

Mandating  that  public  adoption  agencies  reimburse  other  agencies  who  maKe 
placements  of  children  in  their  care  is  a  paramount  need.  The  cost  of  the  home 
study,  placement  and  supervision  of  the  placement  should  the  financial  responsibili- 
ty of  the  agency  who  has  jurisdiction  over  the  child,  ^  . 

i  Af^em:\  barriers  to  adoption,— This  committee  has  heard  testiniony  that  there 
are  a  number  of  barriers  to  special  needs  adoptions.  In  our  work  at  AASK  America, 
we  have  found  many  significant  barriers.  We  recognize  that  other  agencies  deal 
with  these  and  additional  barriers  as  well:  .    ^     ...     r  i. 

1  Adoption  agencies  are  reluctant  to  do  homr;  studies  for  families  for  other  agen- 
cies* children  In  other  words,  if  a  family  in  Ohio  contacts  AASK  America  wanting 
to  adopt  a  special  needs  child  with  certain  characteristics,  AASK  America  wou  d 
probably  know  of  the  existence  of  such  a  child  somewhere  in  this  country.  We  would 
then  find  that  child  and  ask  the  inquiring  parents'  local  agency  to  perform  a  home 
study  More  often  than  not,  this  agency  would  hesitate  to  do  the  home  study  unless 
the  agency  who  had  the  child  would  purchase  the  services  of  the  first  agency. 

'>  Too  many  adoption  agencies  throughout  the  county  reject  the  non-traditional 
family.  Most  of  AASK  America  s  placements  have  involved  families,  such  as,  single 
parents  large  family  groups,  first-time  parents,  parents  with  low  income,  and  par- 
ents who  don't  respond  well  to  local  agencies.  We  believe  that  one  of  the  reasons 
why  our  disruption  rate  was  10  percent  of  our  placements  last  year  is  because 
AASK  America's  social  workers  are  adept  at  working  with  the  non-traditional 

^"^T'too  many  adoption  agencies  lack  the  ability  to  recruit  and  to  res^pond  to  minor- 
ity families,  and  overlook  this  excellent  source  of  adoptive  families.  Many  agencies, 
such  as  Los  Angeles  County,  have  effective  minority  recruitment  programs  and  wd 
would  hope  that  the  Adoption  Opportunities  Law  will  en co'  rage  the  establishment 
of  similar  programs  nationally,  .    ,  ,       ,  j       ri       ^  j  *• 

4  Too  many  adoption  agencies  have  a  limited  knowledge  of  how  to  use  adoption 
exchanges  The  establishment  of  a  national  exchange  will  not  in  itself  cause  all 
agencies  to  utilize  the  services  of  the  exchange.  As  we  have  stated  before,  there  is  a 
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tfrulencv  lor  adoption  aj^«-nci«'S  to  operate  only  within  the  t:onfmes  of  their  state  or 
countv  and  to  overlook  the  possibility  of  having'  one  of  their  children  adopted  by  a 
family  in  another  part  of  the  country.  ,  •  ^ 

In  summary.  1  believe  that  the  Adoptions  Opportunities  Law  should  give  attention 
in  the  following  areas:  ,  .  _u  r 

1  C  ollectin^'.  analyzing'  and  making  available  to  the  public  data  on  numbers  ot 
children  m  foster  care,  freed  for  adoption,  and  in  current  adoptive  placement. 

"  KncouraKi*  and  support  coordination  and  collaboration  amon^  public  and  pri- 
vate agencies  through  such  innovations  as  the  National  Adoption  Exchange. 

:i  Maintain  a  consistent  pattern  of  Federal  and  State  funding  of  adoption  and 
foster  care  related  programs. 

4  Identifying  barriers  to  adoption  and  seeking  solutions  to  them. 

In  summary.  1  wish  to  thank  each  of  you.  You  are  in  a  powerful  position  to  bring 
about  changJ.  Thank  vou  for  allowing  me  to  present  my  testimony  and  to  share 
with  vou  not  only  the  facts  about  the  DeBolt  kids,  but  particularly  the  need  for  a 
continuing  role  of  the  federal  government  to  bring  about  substantial  change  so  that 
one  day  there  will  be  no  special  kids  lonely  for  a  permanent  home. 

Senator  Denton.  Thank  you,  Mr.  DeBolt. 
Ms.  Barksdale.  . 
Ms.  Barksdale.  Thank  you,  Senator.  My  name  is  Clara  Vaiiente- 
Barksdale.  I  am  the  executive  director  of  the  New  York  Council  on 
Adoptable  Children.  I  am  also  an  adoptive  parent,  Hispanic,  and  a 
social  worker  with  28  years  of  experience  with  minority  families 
and  children  at  risk  in  New  York  City. 

I  will  focus  mostly  on  New  York  City,  which  is  the  area  that  1 
know  well,  although  we  have  reached  out  to  other  States  in  this 
country  and  we  get  referrals  and  we  get  requests  from  everybody. 

The  New  York  Council  on  Adoptable  Children  was  founded  in 
1972  by  adoptive  families,  and  acts  on  the  firm  belief  that  every 
child  of  whatever  race  or  age  and  regardless  of  any  handicapping 
condition  has  the  right  to  a  permanent  family. 

In  order  to  make  this  a  priority  for  the  child  welfare  system,  fi- 
nancial incentives  must  change  so  that  agencies  are  rewarded  for 
placing  children  in  permanent  homes  rather  than  keeping  them  in 
the  limbo  of  foster  care.  i  j 

Clearly  child  care  agencies  are  not  encouraged  to  make  adoption 
their  priority.  In  New  York  State,  only  1,670  were  placed  in  adop- 
tive homes  in  the  year  1982,  while  over  5,000  who  have  been  freed 
for  adoption  or  are  going  to  be  freed  for  adoption  are  still  waiting. 

Minority  children  make  up  over  60  percent  of  our  State  s  foster 
care  population.  In  New  York  City  where  we  have  20,000  children 
in  foster  care,  60  percent  are  black  and  28  percent  are  of  Hispanic 
background.  Over  4,000  of  these  children  are  free  for  adoption,  but 
only  1,034  were  placed  during  the  last  fiscal  year. 

Despite  loss  in  the  foster  care  population  due  mostly  to  demo- 
graphics and  discharges,  53  percent  of  foster  children  were  dis- 
charged to  their  own  responsibility  in  1982.  And  you  know  where 
these  children  are.  or  do  you?  They  are  in  the  streets.  Some  ot 
these  children  are  15  years  old,  and  what  we  hear  constantly  is 
these  children  do  not  want  to  be  adopted.  r     i  -     r  r 

We  have  a  child  8  years  old  that  we  recruited  families  for— lour 
families.  Finally,  we  were  told  that  this  child  did  not  want  to  be 
adopted.  He  is  8  years  old,  in  an  institution  and  Hispanic.  These 
are  the  children  that  end  up  in  the  streets  and  in  jail 

According  to  a  report  from  the  Office  of  the  New  York  City 
Council  President,  Carol  Bellamy: 
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Tlu*  riiiuinm  ifM'i  hatiism  ftir  foster  rare  and  adoption  may  itself  cncoura^'e  a^jen- 
i-ifs  to  kfcp  cluldrt'ti  in  a\rv.  Adoption  and  fostor  care  fundi n^j  create  a  situation 
which  is  C()Unterp)roductive  to  an  a^jencv's  economic  viability  to  have  children  adopt- 
ed. 

Last  December,  the  New  York  State  Council  of  Voluntary  Family 
and  Child  Care  Agencies,  representing  120  private  agencies  in  our 
State,  in  a  proposed  position  on  reimbursement  stated  that:  'The 
per  diem  rates  hurt  agencies  who  move  children  out  of  care."  This 
is  to  reaffirm  what  was  said  before  and  what  you  were  picking  up 
on.  Senator,  on  the  problems  that  have  to  do  with  funding  and  how 
funding  is  distributed. 

For  the  last  10  years,  COAC  has  expressed  its  frustration  when 
speaking  about  the  correlation  between  resistance  to  moving  chil- 
dren back  to  their  families  or  into  adoption  and  the  per  diem  allo- 
cations, w^hich  means  that  each  child  stays  in  care  because  they 
pay  for  every  day  that  he  is  in  care,  and  so  much  per  child — $29  a 
day  in  New  York  City  for  some  children. 

We  believe  that  the  obstacles  to  adoption  are  rooted  in  a  system 
that  is  more  willing  to  separate  children  from  their  families  than 
to  give  support  to  families  at  risk  and  prevent  breakup. 

This  plays  itself  out  at  different  levels.  The  delays  in  moving 
children  into  permanent  homes  are  only  a  reflection  of  outmoded 
practices  based  on  attitudes  or  administrative  resistance  based  on 
fiscal  realities.  As  the  head  of  a  child  care  agency  told  us:  "Every 
administrator  in  this  field  knows  how  many  foster  children  must 
remain  in  his  agency  in  order  to  meet  payroll." 

Since  its  inception,  COAC  has  recruited  over  10,000  families  in- 
terested in  adoption;  we  have  them  on  file.  Our  files  today  have 
people  of  all  backgrounds,  including  hundreds  of  blacks  and  His- 
panics,  interested  in  adopting  the  children  of  their  communities. 

This  enormous  response  has  not  been  translated  into  adoptive 
placements.  It  takes  an  average  of  al  nost  3  years  to  match  a  wait- 
ing child  with  a  prospective  adoptive  parent.  Despite  our  efforts  to 
assist  parents  in  negotiating  the  child  welfare  bureaucracies,  only 
about  100  placements  per  year  are  achieved  by  our  constituency. 

I  am  here  today  to  focus  specifically  on  the  Hispanic  children 
who  remain  in  public  care  longer  than  any  other  group,  are  too 
often  institutionalized  or  labeled  retarded  due  to  language  barriers, 
and  when  placed  in  adoptive  homes,  are  frequently  denied  the  con- 
tinuity of  experience  that  a  family  of  their  same  culture  could  pro- 
vide. 

These  are  the  children  of  poverty  and  stress,  of  families  at  risk; 
the  children  of  the  unemployed,  the  uneducated  and  the  homeless. 
They  are  the  victims  of  a  population  living  at  the  bottom  of  the  so- 
cioeconomic ladder,  suffering  from  the  culture  shock  caused  by  mi- 
gration from  a  rural  environment  to  our  postindustrial  urbanized 
society  where  the  traditional  extended  family  is  broken  down  and 
identities  are  lost. 

Hispanics  are  defined  by  the  Office  of  Personnel  Management  as 
persons  of  Mexican,  Puerto  Rican,  Cuban,  Central  American,  South 
American,  or  other  Spanish  culture  or  origin,  regardless  of  race. 
Our  common  bond  is  history,  language  and  culture. 

In  the  metropolitan  area  of  New  York,  we  estimate  the  number 
of  Hispanics  to  be  over  3  million.  It  is  this  population  that  our  fed- 
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erally  funded  program  is  reaching  out  to  in  order  to  find  parents 
for  Hispanic  children  needing  adoption. 

We  believe  that  the  Hispanic  family  unit  can  provide  the  nur- 
ture and  security  needed  by  Hispanic  children.  We  believe  that  as 
long  as  there  are  Hispanic  families,  and  there  are  thousands,  will- 
ing to  adopt  the  waiting  Hispanic  children,  they  should  be  given 
first  choice.  In  this  way,  we  are  providing  permanence  for  these 
children  through  continuity  of  experience  and  a  connection  to  their 
roots  and  their  past. 

We  have  encountered,  however,  barriers  in  achieving  our  goals. 
A  most  frustrating  obstacle  is  the  invisibility  of  Hispanic  children 
who  are  often  classified  by  race  or  color  rather  than  by  culture  or 
ethnicity. 

When  we  find  the  right  classification,  we  find  inaccurate  statis- 
tics. In  addition,  we  have  met  with  great  resistance  to  the  recogni- 
tion of  cultural  identification  in  planning  for  a  permanent  home. 

Child  care  agencies  lack  bilingual  and  bicultural  staff  to  properly 
serve  Hispanic  families.  Staff  who  do  not  have  a  real  knowledge  of 
the  Hispanic  culture  cannot  properly  assess  the  strength  of  an  His- 
panic family.  This,  of  course,  affects  the  screening  of  prospective 
adoptive  parents. 

Agencies  staffed  by  non-Hispanics  prefer  to  work  with  the  Anglo 
population  with  whom  they  feel  more  at  ease.  They  tend  to  be  judg- 
mental of  Hispanics.  Their  humility,  which  is  valued,  is  considered 
passivity;  their  emotionality  is  labeled  hysterical.  These  misinter- 
pretations can  lead  to  rejection  of  many  potential  parents  who 
could  be  not  only  acceptable  but  desirable  if  one  understands  their 
cultural  mores. 

As  a  consequence  of  barriers  imposed  on  the  Hispanic  popula- 
tion, children  of  Hispanic  background  are  either  placed  in  Anglo- 
American  homes  or  remain  in  care  longer.  Light-skinned,  young 
Hispanic  children  are  given  to  preferential  Caucasian  couples,  as 
they  are  the  closest  to  the  unavailable  white  infant.  The  older  or 
dark-skinned  Hispanic  child  suffers  the  same  fate  as  his  Afro- 
American  brother  and  becomes  the  hard  to  place,  special  needs 
and,  many  times,  unadoptable  child. 

For  children  of  minority  background,  adoption  by  the  dominant 
ethnic  or  racial  group  in  our  society  becomes  a  double  message  of 
rejection— first  by  his  or  her  birth  parents,  then  by  his  or  her  com- 
munity—so that  growing  up  in  alien  territory  is  the  affirmation  of 
having  been  unloved  and  unwanted. 

I  would  like  to  clarify  my  point  of  view  in  terms  of  placing  chil- 
dren across  racial  and  cultural  lines.  Many  Hispanic  families  are 
waiting  for  Hispanic  children,  and  they  can  offer  these  children  a 
home  and  cultural  identity.  But  because  of  ignorance  or  lack  of  un- 
derstanding of  Hispanics,  these  people  have  no  access  to  agencies, 
so  that  there  is  double  discrimination  against  the  children  and 
against  the  families  who  are  seeking  these  children. 

Some  examples  to  illustrate  the  point  of  obstacles  that  we  en- 
counter specifically  with  Hispanics:  The  children  that  are  called  by 
race  or  different  shades  wait  longer  because  social  workers  decide 
what  color  their  skin  is  and  look  for  a  family  to  match  it. 

Sibling  groups  of  various  shades  separated  as  foster  children  are 
placed  in  separate  adoptive  homes  to  spend  half  their  lives  looking 


for  each  other.  In  New  York  where  we  have  a  lot  of  Puerto  Ricans 
who  are  a  very  mixed  race,  we  have  many,  many  sibling  groups 
that  are  separated.  They  are  placed,  the  light-skinned  with  whites 
and  the  dark-skinned  blacks,  and  then  they  can  never  get  back  to- 
gether because  they  are  sent  to  different  communities  and  different 
racial  groups. 

Light-skinned  children  of  Afro-American  background  are  placed 
in  white  foster  homes,  and  Hispanic  children  are  placed  in  white 
foster  homes,  and  neither  one  wants  to  be  black  or  Hispanic  later. 

There  are  agencies  who  recruit  families  but  do  not  place  children 
with  them,  and  agencies  who  have  adoptable  children  but  do  not 
recruit  families  nor  do  homestudies. 

It  is  easier  for  our  staff  to  place  a  child  from  Maine  into  Florida 
or  from  Connecticut  into  Missouri,  which  we  did  last  month,  than 
to  place  a  child  from  New  York  City  into  New  Jersey,  across  the 
Hudson  River. 

We  have  the  worse  of  all  systems  in  New  York.  Not  only  do  we 
have  more  foster  children  available  for  adoption,  but  120  agencies 
in  the  New  York  metropolitan  area  creates  total  confusion. 

Class  prejudices  play  an  enormous  part  in  adoptive  placements 
and  minorities  are  used  as  foster  parents,  but  when  they  apply  for 
adoption,  they  are  usually  shafted. 

Each  State,  each  county,  and  each  agency  has  different  regula- 
tions and  procedures.  Some  consider  single  parents;  some  do  not.  I 
do  not  want  to  repeat  what  other  people  have  said. 

I  just  want  to  add  that  I  received  your  amendment  yesterday,  so 
I  had  no  tinrie  to  respond.  I  would  like  to  put  in  writing  some  of  my 
reactions  to  some  of  the  things  that  were  said  and  some  of  the 
problems  that  worried  me,  like  the  wording  for  unmarried  parents. 
Somebody  else  raised  it. 

I  want  to  add  only  that  I  feel  that  adoption  of  special  needs  chil- 
dren is  my  thing.  I  feel  that  all  the  other  considerations  are  impor- 
tant, but  at  this  point  when  our  limited  resources  are  making  it  so 
difficult  to  place  special  needs  children  and  we  have  so  many,  I 
really  would  feel  that  this  administration  should  help  focus  on 
those  children  so  that  maybe  10  years  from  now,  we  will  not  have 
the  backlog. 

We  have  a  very  big  backlog  of  children  who  need  homes,  and  we 
have  to  focus  on  them.  This  is  my  final  point.  I  thank  you  again  for 
having  me  here  and  for  representing  the  growing  Hispanic  popula- 
tion of  children. 

In  December  in  California,  they  had  24  children  of  Hispanic 
background  available  for  adoption.  In  Los  Angeles  alone,  they  have 
17,000  children  and  about  50  percent  are  Hispanics.  What  hap- 
pened to  the  other  Hispanic  children? 

[The  prepared  statement  of  Ms.  Valiente-Barksdale  and  addition- 
al material  follow:]  . 

PltKi'AHKI)  STATKMKNT  OF  ClJ^RA  VaLIKNTK-BaKKSDAI.K,  NkW  YoUK  CoUNCiL  ON 

Adoitahlk  Childkkn  (COAC) 

Senator  Donton.  mombers  of  tht*  subcommittee,  ladies  and  j^entlemen:  My  name  is 
(Mara  Valienle  Barksdale.  I  am  the  Kxocutive  Director  of  the  New  York  Council  on 
Adoptable  Children.  I  am  also  an  adoptive  parent,  a  Hispanic  and  a  social  worker 
with  2'.^  years  of  experience  with  minority  families  and  children  at  risk  in  New  York 
Citv. 


I  wi.nt  t..  tliimk  V..1.  and  th.-  Sulxommiuc'c  on  Family  and  Human  Services  for 
tin-  ..pportunitv  to  U-stUy  l..-n-  t-Miay.  I. would  like  to  bnnK  to  your  attention  my  con- 
a-rns  '.bout  the  thousands  of  minority  children  needing  permanent  families  who 

''the  NvIwYorT  Council  on  Adoptable  Children  (COAC)  a  non-profit  organi/^tion 
founded  in  1!)T2  by  adoptive  parents  acts  on  the  firm  belief  that  '^^''-'^y  =h"ld  of  what- 
ever  race  or  age  and  regardless  ol  any  handicapping  condition  has  the  right  to  a 
■..■nnanent  loving  familv.  We  believe  that  adoption  is  a  v'lable  resource  for  home  ess 
children  and  that  for  those  who  cannot  return  to  their  b'rthparents  it  is  definitely 
the  best  alternative.  We  advocate  for  preventive  services  so  that  children  wdl  not 
•  me  into  public  care  in  the  first  place  or  will  be  returned  quickly  to  their  homes 
with  services.  When  this  is  not  possible  we  seek  to  have  those  children  adopted.  In 
order' to  make- this  a  prioritv  for  the  child  welfare  system,  financial  incentives  must 
change  so  that  agencies  are  rewarded  for  placing  children  in  permanent  homes, 
rather  than  keeping  them  in  the  limbo  of  foster  care  aj  „,  ui  = 

VOAC  is  an  active  member  of  NACAC.  the  North  American  Council  on  Adoptable 
Children  and  has  been  part  of  the  adoptive  parent  group  movement  which  has  been 
instrumental  in  bringing  about  many  needed  changes  in  the  adoption  Held  in  our 

'■"cieariv  child  care  agencies  are  not  encouraged  to  make  adoption  their  Priority.  In 
New  York  State  only  ICTO  children  were  placed  in  adoptive  homes  in  year  1J»^, 
while  over  o.OOl)  who  have  been  freed  for  adoption  stil    wait.  Minority  children 
make  up  over  CO  percent  of  our  States  foster  care  population  In  New  York  City 
where  we  have  2(),(H)0  children  in  foster  care,  (iO  percent  are  Black  and^S  percent 
are  of  Hispanic  background.  Over  4,000  of  these  children  are  free  for  adoption  but 
onlv  1  0:M  were  placed  during  the  last  fiscal  year.  Despite  loss  in  foster  care  popula- 
tion due  moHtIv  to  demographics  and  discharges  (53  percent  of  foster  children  vvere 
discharged  to  their  own  responsibility  in  1!)82)  the  numbers  of  children  available  for 
adoption  and  the  numbers  of  adoptive  placements  remain  constant.  „i 
A^ording  to  a  report  from  the  Office  of  New  York  City  Council  President,  Carol 
lU  imv  in  l!tSl:  -  .  .  the  funding  mechanism  for  foster  care  and  adoption  may 
s  .1   encourage  agencies  to  keep  children  in  care.  .  .  .  Adoption  and  foster  care 
fund  ng  create  a  situation  which  is  counterproductive  to  an  agency  s  economic  via- 
hUUv  to  have  children  adopted."  Adoption  Web-D.  Tobis  and  A.  Rosa-New  York 
U  SI  Last  December  the  New  York  State  Council  of  Voluntary  Family  and  ChOd 
Care  Agencies  representing  120  private  agencies,  in  a  proposed  position  on  re  m- 
bursemtnt  sta  ed  that:  "The  per-diem  rates  hurt  agencies  who  move  children  out  of 
care"  F     tht  last  ten  years  COAC  has  expressed  its  frustration  when  speaking 
about  the  correlation  between  resistance  to  moving  children  back  to  their  families 
oHnto  adoption  and  the  per-diem  allocations.  We  believe  that  the  obstacles^  to  adop- 
"im"are  roited  in  a  system  that  is  more  willing  to  separate  ^h'ldren  from  their  am^^ 
ies  than  to  give  support  to  families  at  risk  and  prevent  break-ups.  This  plays  itself 
it  a   d^fR^re  It  levds.  The  delays  in  moving  children  into  permanent  homes  are 
n  V  a  renection  of  outmoded  practices  based  on  attitudes  or  admin.s  rative  res.st- 
«.  based  on  fiscal  realities.  As  the  head  of  a  child  care  agency  told  us:  Every 
administrator  in  this  field  knows  how  many  foster  chldren  must  remain  in  his/her 

"'^^Vii:\^^^:^':C(^?^srecr.i^e6  over  10,000  familes  interested  in  adoptiom 
Ou  files  todav  have  people  of  all  backgrounds  including  hundreds  of  Blanks  and 
Ilisn  inics  inteVested  in  adopting  the  children  of  their  communities.  This  enormous 

~s^^  translated  in  to  adoptive  placements.  It  takes  an  average  of 

a  ,  "  thre^  ;ears  to  match  a  waiting  child  with  "  P'-'^P'^VrweSru^c^es" 
spite  our  efforts  to  assist  parents  in  negotiating  the  child  we  fare  bureaucracies, 
onlv  about  10{)  placements  per  year  are  achieved  by  our  constitutency. 

l  am  here  today  to  focus  specifically  on  the  Hispanic  children  who  remain  in 
public  care  longer  than  any  other  group,  are  too  often  institutionalized  or  labeled 
ret    ded  due  to  langu^     barriers,  and  when  placed  in  adoptive  homes  are  frequent- 

V  denial  the  cont"nuity  of  experience  that  a  family  of  their  same  culture  could  pro- 
vide These  are  ?he  children  of  poverty  and  stress;  of  families  at  risk.  The  children 
o  thr  unemdoved  the  uneducated  and  the  homeless.  They  are  the  victims  of  a  pop- 
u  -  tbn  fiTnraMhe  bottom  of  the  socio-economic  ladder,  suffering  from  the  culture 
S  c-  used^  by  migration  from  a  rural  environment  to  our  post-industrial  urban- 
tixld  societ^  whcT^the  t^  extended  family  is  broken  down  and  indentities 

"Tlismnics  -ire  defined  by  the  Office  of  Personnel  Management  in  Washington,  DC 
■  t'^  cMnV  ff^Xxic^n  Puerto  Rican,  Cuban,  Central  American,  South  American 
:^tKanll^cuhure  Tr  origin  regardless  of  race".  Our  common  bond  is  history. 
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laii{4iKi^4'  and  l  ultiin-  W<*  Jirr  lltTci'lv  proud  of*  our  ancestry,  whether  Spanish,  Indo- 
Spanisii  or  Alio  Spjinlsfi  hi  Ni*w  York's  metropolitan  area  the  estimated  number  of 
Uispanics  excei'ds  X  million.  It  is  this  population  that  our  federally  funded  (Chil- 
dren's Hureau.  Administration  for  Children,  Youth  and  Families.  Office  of  Human 
I)t»vflopmenl  Services.  U.S.  Dept.  of  Health  and  Human  Services— H.H.S.).  Hispanic 
Adoption  Program  reaches  out  to,  in  order  to  find  parents  for  the  Hispanic  children 
ncffiin^  adoption.  We  believe  that  the  Hispanic  family  unit  can  provide  the  nurture 
anJ  sffurity  nmled  by  Hispanic  children.  We  believe  that  as  long  as  there  are  His- 
[Kiruc  families— and  there  are  thousands— willing  to  adopt  the  waiting  Hispanic 
children  th»*y  should  be  given  first  choice.  In  this  way  we  are  providing  permenence 
for  these  children,  through  continuity  of  experience  and  a  connection  to  their  roots 
and  their  past. 

We  have  encountered,  however,  barriers  in  achieving  our  goals.  Most  frustrating 
obstacle  is  the  invisibility  of  Hispanic  children  who  are  often  classified  by  race  or 
color  rather  than  by  culture  and  ethnicity.  Whfti  we  find  the  right  classification  we 
find  inaccurate  statistics.  In  addition  we  have  met  with  great  resistance  to  the  rec- 
ognition of  cultural  identification  in  planning  for  a  permanent  home.  Child  care 
agerR-ies  lack  bilingual  and  bicultural  staff  to  properly  serve  Hispanic  families.  Staff 
whf)  does  nut  have  a  real  knowledge  of  the  Hispanic  culture  cannot  properly  assess 
the  strengths  of  a  Hispanic  family.  This,  of  course,  affects  the  screening  of  prospec- 
tive adoptive  parents.  Agencies  staffed  by  n  on- His  panics  prefer  to  work  with  the 
Anglo  population  with  whom  they  feel  more  at  ease.  They  tend  to  be  judgmental  of 
Uispanics.  Their  humility  which  is  valued,  is  considered  passivity.  Their  emotional- 
ity IS  labeled  hysterical.  These  misinterpretations  can  lead  to  rejection  of  many  po- 
tential pan'nts  who  could  be  not  only  acceptable  but  desirable  if  one  understands 
their  cultural  mores. 

.As  a  consequence  of  barriers  imposed  on  the  Hispanic  population,  children  of  His- 
panic background  are  either  placed  in  Anglo-American  homes  or  remain  in  care 
Mnger.  hi^ht-skinned,  young  Hispanic  children  are  given  to  preferential  Caucasian 
couples  as  they  an*  the  closest  to  the  unavailable  white  infant.  The  older  or  dark- 
skinned  Hispanic  child  suffers  the  same  fate  as  his  A  fro- American  brother  and  be- 
comes the  liard-to-place,  special  needs  and  many  times  unadoptable  child. 

For  children  of  minority  background,  adoption  by  the  dominant  ethnic  or  racial 
group  in  our  society  becomes  a  d  )uble  message  of  rejection:  first  by  his/her  birth- 
parents,  tnen  by  his/her  community.  So  that  growing  up  in  alien  territory  is  the 
aff^mation  of  having  bet     unloved  and  unwanted. 

As  one  begins  to  understand  the  multiple  obstacles  encountered  by  families  in 
th(»ir  pursuit  of  the  adopted  child  and  the  bureaucratic  maze  that  regulates  agencies 
procedures  (nc  questions  the  system  that  we  have  created  "in  the  best  interest  of 
childri'n*. 

Sonn'  exanip*     U)  illustrate  my  point: 

Infants  com;  -ilo  public  care  whose  mothers  have  surrendered  them,  are  placed 
in  tertiporary  ^  homes  while  agencies  go  through  cumbersome  procedures.  In 
New  York  City  it  can  keep  a  child  out  of  an  adoptive  placement  for  over  a  year. 

Children  so  called  bi-racial  wait  longer  while  social  workers  decide  what  color 
their  skin  is  and  look  for  a  family  t.o  match  it. 

Sibling  groups  of  various  shades  separated  as  foster  children  are  placed  in  sepa- 
rate adoptive  homes  !o  sj)end  half  their  lives  looking  for  each  other. 

laght-sk'nned  children  of  Afro-American  background  placed  in  white  foster  homes 
who  later  don't  want  to  be  adopted  by  Blacks. 

Dark-skinned  (  light-skinned  Hispanic  children  placed  with  Whites  or  Blacks 
who  want  to  be  Black  or  White  but  not  Hispanic.  , 

Agencies  who  recruit  families  bui  don't  place  children  with  them;  agencies  who 
have  adoi)table  children  but  don't  recruit  f^imilies,  nor  do  hoinestudies. 

It  is  easier  for  our  staff  to  place  a  child  from  Maine  into  Florida  or  from  Connecti- 
cut into  Missouri  thrm  to  place  a  child  from  New  York  into  New  Jersey,  across  the 
1  ludson  Kiver. 

C'lass  prejudices  play  an  enormous  part  in  adoptive  placements.  College  educated 
candidates  have  a  better  chance.  Blue  collar  w^)rkers  although  proven  to  have  more 
successful  placements  have  to  wait  longer  and  accept  more  difficult  children. 

Fach  state,  each  county,  each  agency  has  different  regulation.s  and  procedures. 
Some  consider  single  parents,  sonu*  don't.  Some  cross  racial  or  religiou.s  barriers, 
some  don't.  Kach  placement  requires  hours  of  exploration  and  negotiations. 

I  could  go  on  and  illustrate  each  one  of  my  points  with  an  example.  But  time  is 
running  out.  Before  ending  however,  I  want  to  touch  on  private  adoptions  as  re- 
quested by  Senator  Denton. 
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Private  jul(>[)ti«)n^  an*  ilu•^'^lsin^^.  It  is  the  way  to  get  around  a  system  that  does 
not  yield.  Most  states  l<'^^ali/.(♦(l  i\w  process  in  order  to  have  some  control  over  it.  If 
we  create  bureaucracies  that  don't  work,  people  who  need  the  service  find  the  alter- 
native that  does.  Private  or  independent  adoption  could  be  the  alternative  to  matchj 
ing  an  in  fant  with  an  adoptive  family.  Unfortunately,  unscrupulous  lawyers  and 
other  individuals  who  profiteer  from  this  service  are  actually  sellmg  infants  for  up 
to  $:^l),0()().  It  is  the  principle  of  supply  and  demand  that  has  created  this  black 
market.  When  we  legalize  private  adoptions  we  must  expect  irregularities  that 
should  and  must  be  stopped.  .  r     -i-  • 

Although  the  independent  adoption  route  of  matching  children  and  lamilies  is  not 
yet  plagued  with  the  delays  and  frustrations  of  agency  adoptions  it  has  loopholes 
'and  risks  that  have  to  be  carefully  monitored  to  avoid  transforming  a  service  for 
children  and  families  into  a  racket  for  profit  seeking  individuals. 

In  sum,  we  believe  that  as  a  society  we  have  the  obligation  to  Hnd  the  best  alter- 
natives for  all  children  in  need  of  parents,  whether  they  are  white  infants  or  older 
children,  victims  of  abuse,  neglect  and  abandonment.  We  must  untangle  the  net 
that  keeps  120,000  children  who  are  free  for  adoption  in  our  country,  trapped  in 
foster  care.  Adoption  is  the  civilized  way  of  meeting  the  needs  of  children  without 
parents.  It  is  also  the  most  cost-effective  service  in  child  welfare.  Public  Law  96-272 
passed  in  lOSO  provided  solutions  and  incentives  for  adoption.  But  the  lavv  cannot  be 
adequately  implemented  without  appropriate  allocations.  We  need  Public  Law  96- 
212  to  be  fully  funded  so  that  adoption  obstacles  can  be  minimized  and  adoption  can 
really  become  a  priority  service  in  child  welfare. 


Addendum  to  the  Testimony  presented  by  Clara  Valiente-Barksdale,  Executive  Di- 
rector of  the  New  York  Council  on  Adoptable  Children  (COAC)  on  April  14,  1983 
before  the  U.S.  Senate,  Subcommitee  on  Family  and  Human  Services  regarding 
the  Child  Abuse  and  Prevention  and  Treatment  Act  and  Adoption  Opportunities 
Act  of  li)TS  (Public  Law  J)r,-2()(>  Title  II) 

This  is  in  response  to  Senator  Denton's  request  for  comments  to  the  amendment 
to  Public  Law  i)rj-2()()  introduced  by  him.  ^ 

I  would  like  to  state  here  that  we  share  the  Senator's  concern  with  "infants  at 
risk  with  life-threatening  congenital  impairments"  specifically  as  it  relates  to ''Baby 
Doe"  and  the  tragic  outcome  of  that  case.  We  are  also  concerned  with  any  child  at 
risk  of  abuse  ai  d  would  want  to  prevent  as  much  as  possible,  the  kinds  of  maltreat- 
ment manv  cKildren  suffer  at  the  hands  of  parents,  care  takers  and  professionals. 

As  an  ado  >tive  parent  and  a  member  of  a  parent  organization  representing  hun- 
dreds of  adoptive  parents  and  concerned  citizens,  I  would  like  to  emphasize  two 
issues:        '  ,    ,  j  . 

(1)  We  do  believe  that  the  Adoption  Opportunities  Act  which  was  created  to  pro- 
mote and  facilitate  the  adoption  of  special  needs  children  should  keep  its  focus  on 
this  population.  Funds  allocated  for  that  purpose  should  serve  the  120,000  American 
children  waiting  for  permanent  adoptive  families.  Minority  children  represent  GO 
percent  of  the  children  needing  adoption.  Finding  adoptive  homes  for  these  and 
other  special  needs  children  is  our  goal.  We  need  all  the  help  we  can  get  to  make 
this  an  attainable  goal.  The  five  million  dollars  originally  allocated  for  this  program 
demonstrated  the  feasibility  of  adoption  as  the  best  alternative  for  children  who 
cannot  return  to  their  birthparents.  It  is  the  commitment  of  adoptive  parents  and 
much  of  their  volunteer  efforts  which  has  brought  adoption  into  the  limelight  and  is 
making  an  impact  on  child  welfare  services.  We  cannot  stop  now.  We  urge  you  to 
continue  to  fund  this  program  which  showed  the  cost-effectiveness  of  adoption  as  a 
unique  service  to  children  in  need  of  parents. 

(2)  Althoufrh  we  agree  with  some  of  your  bill,  we  are  concerned  with  the  language 
which  is  unclf^r^r  and  unqualified  specifically  when  focusing  on:  Pregnant  teenagers; 
unmarried  parents;  and  couples  experiencing  infertility. 

We  do  not  believe  that  all  children  born  to  teenagers  or  unmarried  parents  are  at 
risk;  neither  do  we  believe  that  all  these  children  are  candidates  for  adoption.  We 
have  seen  many  excellent  teena^^e  mothers,  single  fathers  and  mothers  that  are 
quite  capable  to  raise  healthy  and  happy  children.  Services  to  pregnant  teenagers 
are  being  currently  provided  with  federal  funding  by  the  Department  of  Health  and 
Human  Services  under  a  special  program  created  for  this  purpose.  Infertile  couples 
often  do  need  counseling  to  resolve  their  problem.  There  are  currently  many  serv- 
ices to  meet  their  needs  in  this  area. 

Our  priorities  are  clear.  We  urge  the  Subcommittee  to  look  at  ou/*  concerns  and 
suggestions  so  that  the  special  needs  abandoned  children  of  today  don  I  have  to  wait 


any  luriK«'r  tn  11  ml  Ww  honu*  whort'  tlit'V  can  ^;row  and  bloom.  They  have  waited  too 
ion^  and  tinir  is  rinininK  out  for  tlietn. 

Senator  Dknton.  Well,  thank  you,  Ms.  Barksdale.  I  would  like  to 
ask  you  and  Mr.  DeBolt  if  you  have  any  problem  with  the  thrust  of 
the  idea  in  the  adolescent  family  life  bill  and  the  proper  wording  of 
our  amendment,  as  you  called  it,  which  would  try  to  present  adop- 
tion to  an  expectant  mother  or  one  who  has  just  delivered  a  child 
out  of  wedlock  as  a  positive  alternative  to.  A,  abortion  and,  B,  con- 
tinuing with  the  increasing  trend  of  the  percentage  of  young 
women — and  many  of  them  are  12,  VA,  or  14  years  old — to  keep 
that  child,  because  very  soon  a  high  percentage  of  them  become 
special  needs  children? 

Is  there  anything  wrong  with  that,  if  we  do  not,  you  know,  push 
them  ahead  as  special  needs  before  they  are  special  needs?  Do  you 
have  a  problem  with  that? 

Ms.  Bakksdai.k.  Can  I  respond? 

Senator  Dknton.  Go  ahead. 

Ms.  Bakksdai.e.  I  have  been  receiving  several  calls  in  the  last 
couple  of  months,  I  would  say,  from  the  Citizens  Committee  for 
Children  in  New  York  and  from  a  network  of  projects  that  work 
with  pregnant  teenagers. 

They  were  saying,  "What  are  you  doing  about  them?"  And  I  said 
I  think  we  have  to  include  something  about  them  in  our  public 
educaticm  and  our  reaching  out  to  the  community  in  terms  of  this 
being  a  third  alternative.  We  want  to  do  that  and  we  will  do  that. 

But  I  think  that  within  our  organizations,  we  can  absorb  that 
piece  of  public  education.  I  think  there  is  a  special  project  within 
Health  and  Human  Services  that  has  a  lot  of  money,  and  adoption 
does  not  have  a  lot  of  money.  We  are  all  fighting  for  the  same 
funds,  and  it  is  sad  to  say  that,  but  that  is  the  way  it  is. 

I  think  that  we  should  educate  those  teenagers,  but  I  do  not  see 
that  we  should  divert  funds  at  this  point  to  that.  That  is  my  opin- 
ion. 

Senator  Dknton.  I'here  is  a  tremendous,  growing  population  out 
there  of  AFDC  recipients  who  have  children  born  out  of  wedlock 
one  after  another,  and  they  cost  money,  too.  So,  it  is  not  that  you 
are  going  to  be  intercepted  financially  simply  because  some  of 
those  children  would  be  adopted,  because  the  money  is  all  in  that 
one  big  pot  anyway. 

Ms.  Bakksdalk.  But  I  think  the  Secretary  referred  to  a  liaison, 
or  you  referred  to  working  on  a  liaison  with  that  project,  so  that 
adoption  can  be  somehow  connected  with  that  so  that  people  do  not 
see  it  as  a  separate  issue,  which  it  is  not. 

They  are  the  same  children  that  are  abused  and  who  eventually 
come  into  foster  care  and  then  have  to  be  adopted.  But  since  we 
have  to  work  with  pies  and  pieces  of  pies,  I  do  not  want  you  to  take 
the  pie  away  from  adoption,  and  I  think  it  is  a  very  small  pie. 

It  is  a  growing  population  of  children  who  need  it,  and  it  is  a 
growing  concern  that  we  need  certain  services  within  adoption  so 
that  these  children  can  survive  within  the  adoption  system,  be- 
cause if  we  do  not  give  those  services,  those  children  are  going  to 
fail. 

If  every  time  a  new  problem  starts  that  has  to  do  with  abused 
children  and  they  take  away  from  this  little  pie  of  adoption  oppor- 
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lunilk's*  whirl)  is  u  very  small  one — we  have  150,000  children  need- 
ing adoption  out  there.  Where  does  $5  million  go?  Not  very  far,  if 
you  also  throw^  in  the  pregnant  teenagers,  who  already  have  a 
project. 

I  am  fighting  for  what  I  work  for  now  and  I  feel  that  adoption 
needs  every  penny  it  has  because  it  has  very  few.  Do  you  see  what 
I  am  saying? 

Senator  Dknton.  Not  exactly.  I  do  not  understand  how  any 
money  is  taken  out  of  that  pot.  Do  you  mean  if  you  expand  the 
number  of  special  needs  children,  then  there  will  be  less  money 
available  per  child? 

That  is  the  only  way  I  can  understand  what  you  are  saying,  be- 
cause all  we  are  doing  is  informing  the  girl  that  there  are  advan- 
tages to  adoption.  She  should  consider  that  her  own  going  out  to 
work  or  going  to  some  job  training  program,  leaving  the  infant  in 
some  day  care  

Ms.  Barksdale.  But  it  is  being  done  now;  there  are  a  lot  of  proj- 
ects in  New  York  City.  As  a  matter  of  fact,  I  was  talking  to  this 
network  and  the  list  of  projects  is  very  long.  It  is  a  matter  to  reach- 
ing out  to  those  so  that  they  incorporate  adoption  as  a  possibility. 

Senator  Denton.  I  think  there  is  less  cost  to  the  Government 
and  less  cost  to  the  child  in  many  of  those  cases  if  that  child  were 
adopted. 

Ms.  Barksdalk.  But  then  I  also  saw  other  things  that  you  want 
to  throw  into  this  bill. 

Senator  Denton.  I  am  not  throwing  anything  in  that  I  know  of. 
If  you  want  to  point  out  

Ms.  Barksdale.  Yes;  I  read  it  on  the  plane. 

Senator  Denton.  OK. 

Ms.  Barksdale.  Couples  experiencing  infertility — section  6  of  the 
act  is  amended  by  inserting  at  the  end,  "coordinating  adoption-re- 
lated activities  of  children  considering  adoption  as  a  plan  for  their 
infants;  services  to  couples.'' 

I  do  not  see  why  they  need  services.  I  mean,  they  need  services, 
but  there  are  many  people  giving  them  services.  "Adoption  referral 
services  for  infants  at  risk" — I  understand  that. 

I  really  think  that  all  the  emphasis  should  be  put  into  the  special 
needs  children  who  are  waiting.  Maybe  I  sound  obsessed  with  it, 
but  I  am. 

Senator  Denton.  Does  it  help  any  to  say  that  the  expansion  cf 
the  advisory  board  to  include  services  to  teenaged  unwed  mothers 
would  be  funded  under  the  child  abuse  portion  of  S.  1003,  not  ou': 
of  $2  million  in  adoption  opportunities? 

Ms.  Barksdale.  No;  I  do  not  think  it  should  be  funded  from  here. 
They  have  money  in  Health  and  Human  Services  for  that;  they  do. 
They  have  a  whole  department  there;  they  do.  They  have  $20  -nil- 
lion.  This  is  riot  $20  million;  it  is  not  even  $5  million,  and  we  have 
to  take  care  of  150,000  children  with  it. 

Senator  Denton.  I  say  again  I  am  not  sure  yoii  are  hearing  me. 
The  $2  million  is  not  coming  out  of  the  adoption  money.  It  is 
coming  out  of  the  child  abuse  portion. 

Ms.  Barksdale.  All  right,  but  do  you  consider  child  abuse  in 
teenage  pregnancy? 

Senator  Denton.  If  the  child  becomes  abused,  I  do. 
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Ms.  Bakksdai.k.  If  she  abuses,  yes. 

Senator  Denton.  And  a  tremendous  percentage  of  the  cases  are. 
Ms.  Barksdale,  Many  are  and  many  are  not. 
Senator  Denton.  Yes. 

Ms.  Barksdale.  I  just  feel  very  strongly  about  not  throwing  all 
the  money  into  the  Sc^me  pie. 

Mr.  DeBolt.  May  i  comr.:ent  upon  this,  also? 

Senator  Denton.  Sure,  Mr.  DeBolt.  I  do  not  see  the  same  pie 
thing  there,  but  I  am  listening. 

Yes,  sir?  1 

Mr.  DeBolt  I  think  ail  of  us  who  are  sitting  on  this  side  of  the 
table  have  a  tendency  to  look  in  the  area  of  the  adoption  of  special 
needs  children.  The  child  who  is  born  to  the  young  teenaged 
mother  out  of  wedlock,  i  guess  we  could  probably  call  ajprespecial 
needs  child. 

While  I  admire  the  committee's  interest  in  trying  to  prevent 
more  children  going  into  the  system,  I  think  that  that  is  probably 
just  a  tip  of  the  iceberg  and  we  are  chipping  away  at  d  part  that 
maybe  does  not  bring  that  many  children  into  the  systeni. 

Senator  Denton.  Only  3  percent,  right  nov/,  of  the  unwed  moth- 
ers' children  are  being  put  up  for  adoption.  j 

Mr.  DeBolt.  There  are  really  two  elements  to  adoption  today. 
There  is  the  adoption  of  the  infant  and  the  baby.  Those  children 
who  are  born  to  the  teenage  mother  are  going  to  have  the  snme 
chance  of  having  some  birth  defect  as  the  general  population. 

So,  those  children  are  babies  and  they  are  readily  adoptable  com- 
modities. Most  agencies  who  deal  with  babies,  and  we  do  not,  have 
waiting  lists  of  2  to  7  years  for  people  who  want  to  adopt  such  a 
child.  I 

But  in  the  special  needs  area  of  adoption,  we  have  a  different 
ballgame.  We  do  not  have  people  lined  up  for  2  to  7  yeai;s  ahead  of 
time  to  be  able  to  adopt.  We  do  have  more  children  hei^e  who  are 
adoptable  than  we  have  parents  out  there  who  have  said,  "Hey,  I 
will  adopt."  We  know  the  parents  are  out  there;  we  just  have  not 
brought  them  in  from  the  cold  yet. 

Senator  Denton.  Well,  these  children  of  the  teenaged  unwed 
mothers  would  not  be  special  needs  children  and  would  not  be  in 
that  category.  i 

Ms.  Barksdale.  Some  will,  some  will  not.  We  do  not  know. 

Senator  Denton.  Some  would,  but  the  same  percentage  as  any 
other  children. 

Mr.  DeBolt.  That  is  right;  a  very  small  percentage  would  be. 

Ms.  Barksdale.  I  feel  very  strongly  about  not  taking  children 
away  from  mothers.  I  cannot  stand  the  idea  that  we  are  going  to  go 
advertising,  *'Give  us  your  children  to  give  to  other  people." 

Senator  Denton.  Nobody  is  going  to  take  children  away  from 
their  mothers. 

Ms.  Barksdale.  People  interpret  things  differently,  Senator. 

Senator  Denton.  Ninety-seven  percent  of  them  are  keeping  their 
children.  In  many,  many  cases — I  do  not  know  what  percentage  to 
say,  but  perhaps  two-thirds — those  children  are  not  very  well  off,  to 
put  it  mildly,  and  I  cannot  see  any  compassion  in  not  iinforming 
them  about  the  adoption  process,  i 

Ms.  Barksdale.  Informing,  yes.  I 
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Senator  Dknton.  That  is  all  it  says  in  the  bill. 

Mr.  DeBolt,  we  mentioned  earlier  that  the  number  of  sought- 
after,  healthy  white  mfants  available  for  adoption  has  decreased 
dramatically  in  recent  years.  It  seems  that  most  children  who  are 
free  for  adoption  or  who  are  in  foster  homes  are  special  needs  chil- 
dren. 

What  causes  the  parents  of  these  children  to  place  them  outside 
the  natural  home?  Are  the  financial  or  emotional  burdens  over- 
whelming? Is  it  irresponsibility  or  insensitivity  to  the  requirements 
of  child-rearing  on  the  part  oi  natural  parents,  or  is  it  also  possibly 
an  indication  of  dissipation  and  the  breakdown  of  family  and  tradi- 
tional values,  including  a  lack  of  commitment  on  the  part  of  par- 
ents or  anyone  else  in  any  other  endeavor? 

Mr.  DkBolt.  I  think  the  answer  to  that  question,  Mr.  Chairman, 
would  have  to  be  "all  of  the  above."  I  cannot  really  weigh  which  of 
these  factors  are  paramount. 

As  children  come  into  the  system,  in  theory  they  come  into  the 
system  temporarily.  They  do  so  only  until  such  time  as  that  biologi- 
cal home  can  be  strengthened  and  they  can  go  back  into  a  secure 
environment.  That  is  the  No.  1  goal  for  all  social  agencies  dealing 
in  children's  protective  services. 

Failing  that,  the  object  is  to  terminate  the  parental  rights  and 
let  the  child  have  an  option  to  be  adopted  into  a  permanent,  loving 
home.  The  sin  of  it  all  comes  about  when  the  biological  home  never 
gets  to  that  secure  position  and  the  termination  of  parental  rights 
never  happens,  so  here  is  this  body  of  thousands  of  children  who 

are  in  this  limbo.  ,       i        •    o  * 

A  couple  of  months  ago,  we  ran  into  a  little  boy  down  in  banta 
Barbara  County,  Calif.,  who  was  8  years  old:  who  had  been  in  eight 
foster  homes  in  1  year.  Now,  in  each  case,  when  he  moved  from 
foster  home  one  to  foster  home  two,  to  him  he  was  rejected.  It  was 
not  that;  it  was  the  system  that  caused  some  change  to  happen. 

But  to  that  little  boy,  he  was  rejected  at  each  and  every  one  of 
those  moves,  and  when  we  found  him,  the  kid  was  a  basket  case, 
emotionally.  We  have  a  lot  of  emotional  basket  cases  out  there  be- 
cause of  that.  .  •    u    i.  r  • 

I  do  not  know  what  the  answer  is.  I  can  tell  you  a  bit  about  tami- 
lies  as  we  see  it.  My  wife  and  I  are  vr^lunteers  with  AAbK.  We 
make  our  living  through  public  speaking  appearances  across  the 
country  and  we  have  been  in  45  States  in  the  last  2  years,  I  guess. 

In  those  2  years,  we  found  what,  to  us,  is  a  strengthening  ot  the 
family,  not  a  deterioration  of  the  family.  I  suppose  the  pendulum 
during  the  19()0's  was  swinging  in  that  direction.  We  see  a  real 
swing  back  toward  what  we  would  call  the  traditional  family;  not 
traditional  in  the  sense  of  the  mother  and  the  father  and  1.2  chil- 
dren per  family,  but  traditional  in  the  sense  of  the  bonds  ot  the 
family  unit,  whether  it  is  the  single  parent  and  one  child  or  tour 
children,  a  large  family,  or  whatever,  but  a  strengthening  ot 

family.  ^  .         *  • 

Senator  Dknton.  I  do  not  want  to  lose  any  opportunity  to  praise 
the  single  parent  who  exercises  the  responsibility  to  take  care  of 
that  child.  I  was  raised  by  one.  I  am  not  a  worshipper  of  the  nucle- 
ar family.  I  am  simply  a  believer  that  it  is  better  to,  if  we  can,  in- 
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crease  the  probability  that  a  man  and  a  woman  are  going  to  stay 
together  and  raise  their  children  than  to  decrease  that  probability. 

Mr.  DkBolt.  I  am  sorry;  I  did  not  hear  that  last  part  of  your 
comment. 

Senator  Denton.  I  think  it  is  a  worthwhile  goal  to  do  what  we 
can  to  increase  the  probability  that  a  couple  who  gets  married  or 
have  intercourse— and  hopefully  they  do  that  in  marriage— stay  to- 
gether and,  upon  contracting  the  marital  agreement,  feel  a  commit- 
ment to  raise  their  children. 

There  is  a  devastating  assault  upon  that  type  of  mind  set4n  this 
country  right  now.  / 


Mr.  DkBolt.  That  is  correct;  there  is.  We  can  encourage  that. 
Unfortunately,  we  cannot  mandate  it.  ,y 

Senator  Denton.  That  is  right.  It  is  not  entirely  a  dilemma  be- 
cause there  are  some  things  that  we  can  do.  There  are  things  that 
we  can  do,  like  not  permitting  government  programs  to  encourage 
the  opposite. 

Mr.  DeBolt.  That  is  absolutely  correct. 

Senator  Denton.  And  there  have  been  some;  there  are  some.  As 
1  said,  there  may  be  some  governmentally  led  programs  to  require 
self-regulation  with  respect  to  the  kind  of  intellectual  and.  moral 
message  that  is  transmitted  constantly  by  three  corporations  into 
the  homes  of  all  of  our  citizens. 

What  are  the  messages  they  are  getting?  If  I  were  a  kid  today,  I 
do  not  know  where  I  would  be.  I  agree  with  you  about  the  come- 
back; I  think  we  have  a  better  crop  of  young  kids  out  there  today 
than  when  1  was  a  kid. 

I  believe  the  Vietnam  experience  and  all  the  things  that  went  on 
in  the  19f)()  s  and  early  1970's  were  very,  very  bad.  But  I  was  not 
encouraged  by  the  statistics  I  heard.  We  have  had  two  hearings  on 
the  breakdown  of  the  family,  and  from  Gallup  and  the  poll  and  the 
census-taker  guy  and  all  the  rest,  it  was  not  that  encouraging. 

There  are  signs  that  some  things  are  happening  favorably.  There 
are  signs  that  other  unfavorable  things  are  overriding.  For  exam- 
ple, by  one  of  their  calculations— and  this  was  a  mathematical  ex- 
trapolation based  on  the  drop  in  contracting  first  marriages,  and  it 
is  amazing  to  see  over  the  past  20  years  the  consistent  drop  in  the 
various  age  groups,  and  it  is  across  all  age  groups  that  that  thing 
has  been  dropping— the  incidence  of  first  contractuals  of  marriage. 

It  was  like  in  the  first  30  or  40  years  of  the  21st  century,  we 
would  have  zero  families  remaining  with  the  original  formers  of 
the  spouse  group  together.  That,  of  course,  would  be  absurd,  but 
that  is  the  way  the  curves  point.  And  it  is  not  necessarily  good;  I 
think  it  is  bad. 

I  think  that  the  attention  that  is  being  given  to  adoption  right 
now  is  one  of  the  most  healthy  influences  going  on.  It  gets  to  the 
liberal  as  well  as  to  the  conservative.  It  gets  to  compassion,  and 
that  is  what  we  are  lacking. 

Hopefully,  we  can  remember  where  we  got  our  compassion  in  the-, 
first  place  and  not  discard  that  as  we  have  been  rather  formally, 
and  certainly  increasingly  informally.  At  least,  that  is  my  overview 
of  that. 

Mr.  DeBolt.  I  subscribe  to  thai,  Senator  Denton.  However,  you 
know,  the  message  that  comes  across  through  the  media— and  I 
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su[)iH)se  this  is  an  admission  against  interest  because  we  are  all  in 
the^e  programs  very  dependent  upon  the  media  to  get  the  message 
across  about  the  adoptability  of  the  children— these  (iO  stations 
across  ihe  country  who  are  showing  these  children  who  are  wait- 
ing and  our  own  program.,  "Who  Are  the  DeBolts,   and  all  of  that. 

Eiut  S  years  ago,  we  took  the  television  set  out  at  home  and  we 
have  never  regretted  that. 

Senator  Dknton.  One  of  my  seven  children  does  not  have  one  in 
his  home  and  his  wife  was  the  daughter  of  two  Ph.  D's.  I  do  not 
look  at  mine.  I  wish  I  could  say  I  do  not  have  one,  but  lor  the 
*'news"— 1  probably  watch  4  percent  of  the  news  that  comes  on  the 

do  not  blame  the  media.  I  do  not  think  the  media  is  leading  us 
down  a  primrose  path.  I  think  they  are  probably  just  reHecting 
something  that  is  happening  to  us  in  general,  but  by  virtue  of  the 
nature  of  their  enterprise,  they  do  lead  us,  but  without  any  more 
culpability  than  the  average  citizen,  in  my  view.  They  just  have  a 
more  expressive,  pervasive,  and  influential  medium  which  they  are 
working  with. 

Well,  thank  you  very  much,  and  we  will  be  submitting  questions 
to  you,  too. 

Ms.  Bakksdalk.  Thank  you. 

Senator  Dknton.  And  I  solicit  again  your  continued  input  to  us. 

Mr  DkBolt.  I  wanted  to  assure  the  committee  of  our  willingness 
to  give  continuing  input  at  any  time.  Thank  you  again  for  this  op- 
portunity. ^     ^         „  1-  4- 

Senator  Dknton.  Thank  you,  and  thank  you  for  your  compliment 
to  my  staff.  I  am  appreciative  of  that.  Senator  Dodd  also  has  ques- 
tions for  this  panel  which  will  be  included  in  the  record,  and  I  ask 
them  to  answer  in  writing  his  questions. 

Senator  Denton.  The  final  panel  of  witnesses,  and  I  ask  them  to 
come  forward,  include  Ms.  Laurie  Flynn,  executive  director  of  the 
North  American  Council  on  Adoptable  Children.  She  is  accompa- 
nied by  Ms.  Elaine  Winslow,  a  fellow  Alabamian.  Would  you  all 
come  on  up  to  the  table?  . ,  ... 

1  want  to  extend  an  especially  warm  welcome  to  you,  Ms.  Wins- 
low  Ms  Winslow  is  president  of  Alabama  Friends  of  Adoption. 

I  'should  mention  that  Mr.  Bruce  Mueller,  an  employee  benefit 
specialist,  could  not  be  with  us  this  morning.  His  testimony  will  be 
entered  in  the  record.  Mr.  Mueller  is  an  advocate  of  corporate 
adoption  benefit  plans  for  employees. 

(The  prepared  statement  of  Mr.  Mueller  follows:] 

|>KF»*AKFI)  StaTKMKNT  OF  BkUCK  A.  MUKIXKK,  SkNIOK  ViCK  PUh-ilDKNT.  EmKTT  & 

Chandlkr  Illinois,  Inc. 
addition  hknkfits:  kkal  ok  imacilnakv 

Thank  vou  for  the  (>i>i>ortunitv  to  presc^nt  comments  on  why  the  Senate  Subcom. 
rni  U     on  Family  and  Mu.nan  Services  should  consider   egislative  action  which 
rule  .  '.ounlL'.  th.  development  of  an  Adoption  Benefit  Plan  that  will  enable  com- 
n  inies  to  nrovide  tax  effective  remuneration  to  employees  who  adopt. 
^  I  vo  i  1  Xat  th^^^  of  employee  benefit  plans  being  o  fered  today,  virtually 

every  typ.  of  p^^  existence!  PHms  cover  medical,  life,  disability,  vision,  le^^al, 

auto/hon)**.  dental,  and  other  needs  of  the  employees. 

I  et  us  focus  on  the  Group  Medical  Plan.  With  the  passage  of  "tion  under  the 
Charter  Administration,  maternity  expenses  must  now  be  covered  at  the  same  level 
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1)1*  U'lirfits  ;is  any  olhrr  illiwiss.  'I'he  U'Vul  of  bt'nufils  for  maternity  coverago  in- 
cTt'aist'd  dramatically  for  many  t'Jnploy('i^s.  This  was  timely  legislation,  but  the  ques- 
tion is  why  was  this  legislation  needed? 

The  cost  impact  of  this  maternity  legislation  was  si^,  lifitant  both  on  the  company 
arid  on  the  employee.  From  our  underwriting  viewpoint,  the  cost  i^r  the  maternity 
bene  fit  in<rease  was  shared  by  all  employees,  regardless  if  the  employee  was  of 
child  beai'ing  yeai-s.  or  if  the  employee  could  have  children  through  natural  process. 

In  summary,  the  maternity  legislation  dramatically  improved  benefits,  and  in- 
creased the  cost  for  me<'ica!  coverage  for  virtually  all  employees. 

Hut.  what  about  employees  who  cannot  have  childreii  through  the  natural  process 
and/or  must  rely  on  adoption  as  the  means  of  having  a  family?  What  can  a  compa- 
ny do  for  the-   employees?  - 

(.'urrently,  if  a  conipany  wants  to  have  an  Adoption  Benefit  Plan  for  its  employ- 
ees, the  benefit  provided  is  generally  treated  as  ordinary  income  to  the  employee  in 
onier  for  the  company  to  deduct  the  expen:;e. 

This  raises  a  number  of  plan  design  questions. 

What  si    aid  be  the  lev;?l  of  ht.  iiefits? 

What  expenses  should  be  included? 

When  is  the  benefit  paid? 

How  can  the  company  dedact  the  expense? 

Why  shmild  me  company  have  this  benefit  plan? 

How  much  will  the  plan  cost  the  company? 

Will  the  plan  have  a  positive  employee  relations  impact? 

'I'he  biggest  iji'estion  is  why  should  the  company  have  an  Adoption  Benefit  Plan. 
S<;me  of  the  main  reasons  are: 

The  plan  makes  for  good  -'mployee  relations.  Employees  appreciate  a  company 
tliat  is  Ibrv.-ard  looking  and  helps  the  employee  in  a  time  of  need. 

Since  adoptions  cost  as  much  and,  in  most  cases,  more  than  a  natural  birth,  the 
financial  impact  on  an  employee  is  lessened  when  there  is  an  adoption  pUiK. 

In  a  natural  birth  now,  because  of  prior  legislation,  the  out-of-pocket  cost  to  an 
employee  can  riinge  from  $0  tr  j  few  hundred  dollars. 

In  an  adoption,  the  c  )st  to  the  employee  generally#aveiages  several  thousand  dol- 
lars. 

Some  c(;;npanies  have  a  strong  social  conscience.  Companies  realize  that  having 
an  adoption  benefit  plan  will  not  directly  increase  the  number  of  adoptions.  Rathjr, 
the  companies  et  up  adoption  benefit  plans  to  lessen  the  financial  burden  of  <xv 
ademption;  to  put  it  on  a  benefit  level  that  is  more  equal  to  the  benefits  received  from 
the  niedical  plan. 

The  cost  of  the  plan  is  small,  especially  in  comparison  to  other  employee  benefits. 
The  freciuency  of  use  is  small,  so  the  total  cost  of  the  plan  is  small.  But,  companies 
want  to  pay  the  benefit  in  a  manner  that  still  allows  them  to  deduct  the  expense. 

What  about  ♦*'om  the  employee  s  viewpoint? 

Any  amount  of  benefit  would  reduce  the  cost  of  adoption. 

The  employees  do  not  adopt  Just  because  the  company  has  a  phm.  The  employee 
can  receive  a  benefit  that  will  help  pay  for  the  adoption  which  could  accelerate  the 
timeframe  for  the  adoption. 

In  virtually  all  the  plans,  the  employee  receives  the  benefit  as  ordinary  income, 
and  is  taxed  accordingly.  This  reduces  the  amount  of  the  usable  benefit. 

If  C(>mi)anies  could  see  that  a  meaningful  tax  effective  benefit  could  be  provided  to 
employees,  more  companies  would  give  stronger  consideration  to  offering  Adoption 
Benefi't  Plans. 

The  final  <juestion  for  the  Subcommittee  is  why  should  we  not  give  the  same  tax 
treatment  to  adoption  benefits  that  we  give  to  maternity  benefits. 

The  ultimate  end  of  both  benefits  is  the  same— the  establishment  of  or  addition  to 
a  family.  Why  should  one  be  penalized  from  a  tax  standpoint  and  not  the  other? 
Why  should  one  receive  a  taxable  benefit  and  the  other  a  tax  favored  benefit?  Why 
should  one  benefit  be  treated  as  ordinary  income  and  the  other  as  a  non -taxable 
benefit? 

With  the  right  legislation,  companies  could  be  encouraged  to  offer  adoption  plans. 
Who  benefits?  We  all  do.  The  companies  can  offer  a  meaningful  tax  effective  benefit 
and  generate  employee  good  will.  Employees  can  receive  a  non-taxable  benefit  that 
would  help  reduce  the  cost  of  adoption.  The  timeframe  for  adoptions  could  be  accel- 
erated so  that  children  can  find  their  way  into  a  family  faster.  Society  benefits  from 
children  being  placed  in  the  family. 

Surely,  the  Ioljs  of  a  few  tax  dollars  received  from  the  current  taxation  of  adoption 
benefits  will  be  far  outweighed  by  the  social  gain  from  the  implementation  of  adop- 
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tion  pl;»ns.  The  tax  trrMUncnt  of  Ix^nHlls  rua'ivud  for  niaturnily  and  adoption  bene- 
fits will  now  hv  I'qual,  consistt'nt  inul  lair. 

CDMPANIKS  THAT  I»KOVlI)K  ADOITION  HKNKKITS  HV  KMJ'LOYKKS 

Abholl  Laboratories.  Abbott  Park,  North  Chicago,  IL.  Donna  Volkman,  Health 

^  'Z^l^nC^u  Co,,  CJreenwich  CV.  Kobrrt  H.  Bogart,  Managing  Director,  Corpo- 

rati'  Ilummi  Kisourcvs.  ,,,  .  ,  ,,•     i,      j  . 

Hi.Mkcrs  l.i'V  Co..  C.arcicn  C'itv.  NY,  CicoiKi-  A.  ('.hic-l  Vice  I'ru.sideiU. 
ll;>xu',  Travc.nol  Laboratories.  l,u-.,  Deerlleld,  IL,  Charles  Racansky.  Manager  of 

"Zu,;f1i;:ift"ri""Min,H.apoli.s.  MN.  Sharon  S.  C;ollins,  Manager.  Corporate 

''''(^^.{t^S^^^Cur,..  MaynarJ,  MA.  Paul  Cornelius.  Benefits  Administration 

'"^'Rosource-BiuLe  Ml  .'lU'r,  Senior  Vice  Prtoident,  Emett  and  Chandler,  Chicago, 

"  Kinery  World  Wide  Cori).,  Wil'.on.  CT.  Elizabeth  Shera,  Personnel  Benefits  Man- 

Products  Manufacturing  Co.,  Skokie.  IL,  Robert  C.  O'Keefe,  Industrial  Rela- 

'''f,^.U. 'c'm^^    Belding  Coninn.nicalions,  Inc..  Chicago,  IL,  Amy  Mysel,  Vice  Presi- 

'''r;!^':;:: 't'r:;.^:  r!1-"nY,  JacqueUne  Olenstag,  Empl<^-ee  Benefits  Manager 
Ilallinark  Cards.  Inc.,  Kansas  City.  MO,  Bill  Hall,  President,  Hallmark  Educat.on- 

'^Tewit}"Asioc•iates.  Lincolnshire.  IL.  Christine  Srltz,  Director  of  Public  Relations. 
Honeywell.  Inc..  Minneapolis,  MN.  Ed  Lund.  Vice  President  of  Administration. 
Humana,  Inc.,  Kansas  City.  KS.  Mary  Don  Eaton,  Director  of  Personnel. 
IBM  Corp.  Armonk.  iNY.  C.l.  llemsireet.  Employee  Benefits  Planning. 
International  Minerals  &  Chemical  Corp.,  Mundelein,  IL,  Robert  L.  Brigham,  Di- 

^tc  jLhZnTL":  Racine.  Wl.  James  Russell,  Employee  Benefits  Manager. 
Hli  Lilly  &  Co.,  Indianapolis,  IN.  Elizabeth  Ott,  Manager  of  Pay  &  Benefits  Ad- 

Memionile  Mutual  Aid  A.ssociation.  Goshen,  IN,  James  Kraft,  Vice  President,  Ad- 
inini.slralive  Services. 
S^oi'rMi'nrr^^M  Co..       Paul,  MN.  Richard  Burger,  Benefits 

'^'pn^i'r  Pharmaceuticals.  New  Yo  '..  NY.  Martha  Bucuvalas.  Benefits  Specialist. 
'  ev  I  o  v  "  nc.,  Stamford,  CT,  Carole  St.  Mark.  Human  Resources^Direc  or 
Procter  &  Camhk-  Co.,  Cincinnati.  OH,  D.C.  Jones.  Personnel  Administration 

G  D  Searle  &  Co  .  Chicago,  IL,  Jeane  Gockenbach,  Su|»rvisor,  Employee  Benefits. 
Sn'ithKline  Corp.;  I'biladelphia,  PA,  lloberl  S.  Bursch.  Manager,  Employee  Bene- 

''Tinu"'lnc'.'N'"v  Y,,.k,  NY.  Ann  Fit/.gerald.  Operations  Man.nger  of  Employee 
"'Xemx  Corp.,  Stamfoid,  CT.  Sharon  D.  Diehl.  Benefits  Operations  Manager. 

IKrum  Thi.  Ni'w  V<irk  Tiitils.  Auii.  >!•,  I'.l."^-! 
..MoKK  KmI'LOYKKS  GkT  AdOITION  All).  MOHK  COMPA.S'IKS  All)  '   MPLOYKKS  On 

Adoiiions 
iBv  Enid  Nemy) 

Emplovee  be,  efils  that  help  defray  costs  of  adoption  and  provide^lher  a.ssistance 
to  1  Pt  ve  parents  are  b.  ■.■.)  ning  increasingly  pop  .lar  with  leading  business  con- 
cern I'  .ss''.c..untry.  At  the  same  time  Nesv  York  State  has  taken  steps  to  bal- 
an  e  ineouitie-,  in  the  Ireatmeni  of  paren...  who  adopt,  and  federal  legislation  has 
been  rVS  I  at  woul.l  exempt  from  taxes  some  of  the  financial  reimbursement 
„fa'  ed  .^company  benefits  to  the  parents  of  adopted  children.  As  a  comparative  y 
,  "cent  development,  there  are  reimbursements  ■  I  adoption  expenses,  up  to  #-^.;>U« 
ioir'  comoanies  and/or  leave  of  ab^  .'ce  for  female  and.  in  some  cases  male  em- 
p  m-es  X  •  d^  most  instances  whether  single  or  married    luch  policies  were 
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sraro'ly  \\v;in\  til  .»  (ircadr  a^;o,  and  it  is  only  in  tlu'  last  thrt't'  or  four  years  that  the 
sul>j<vt  has  hrrfj  a<Mr<'ssrti  witli  any  intensity. 

The  new  dirivtion  is  considered  a  lo^iifal  pro^iression  that  at  once  u^'nerates  em- 
ployee ^,'ood  will  and  is  ol"  niiniinal  cost.  Though  the  nuniher  of  companies  involved 
is  still  small,  it  has  (iouhli'd  in  the  past  two  years,  and  *»()  percent  of  the  increase 
lias  come  ahout  in  the  last  seven  months. 

"Companies  just  hadn't  thought  about  it  before."  said  Christine  Selt/.  of  Hewitt 
Associates,  a  I.mcoln>,hire.  Ill,,  management-consultant  firm.  "Hut  once  it's  brought 
to  their  attention  there's  a  willin^^ness  to  consider  it  because  it  makes  for  ^;ood  em- 
ployi'e  relations  and  it  doesn't  cost  much.  Not  many  people  use  it." 

Anions;  the  companies  that  have  added  ado[)tioM  reimbursement  to  their  benefits 
this  year  an*  Time  Inc.  and  I'flzer  hic.  of  New  York;  Kniery  World  Wide  Corpora- 
linn,  the  frei^;ht  company  with  head(juarters  in  Wilton.  Conn.;  the  Procter  & 
(lamble  Company  of  Cincinnati,  and  Control  Data  Inc.  of  Minneapolis.  Pfl/.er  pro- 
vides up  to  .>2.r)IM»  per  child  to  help  meet  adoption  expenses;  the  maximums  at  other 
companies  rani^e  from  .Si. 000  at  V.  &  CJ.  to  $2,100  at  Time.  Four  of  the  companies 
also  provide  li'avi'  with.nit  pay  ran^;inu  up  to  six  months;  Kmery  allows  .*iO  days' 
leave  with  full  pay. 

Ann  l-'it/uerald.  t)pi'rations  manaiu'i'r  of  I'njployee  benefits  at  Time,  said  that  since 
the  company  announced  its  policy  in  April  "we  have  received  very  nice  notes  from 
the  staif.  some  of  whom  had  been  adopted  themselves." 

A  study  conducted  by  Hewitt  in  lOSO  found  that  the  M  major  companies  surveyed 
that  had  added  adoption  beni'flts  had  done  so  on  the  basis  of  equity.  However,  while 
pri'^inancy  heni'llts  accounted  for  something  like  >\  percent  of  a  company's  medical 
lieneflts.  ailoption  benefits  amounted  to  less  than  O.o  percent. 

An  inleii'si in^  noti'  in  the  study  is  that  the  impetus  for  the  pro^;ram  seems  to  be 
coming;  from  the  companies  rather  than  their  employees.  "Because  of  the  low  inci- 
dence nf  adoption,  employee  pressure  is  not  really  a  factor,"  the  study  said.  "More 
fav4)rahle  lax  treatment  mi^ht  providi'  a  boost,  but  this  issue  does  not  seem  to  be 
overriding;" 

(leijrue  lleino  of  Inwood.  L.I..  and  his  wife.  Susan,  adopted  a  ^irl  at  the  end  of  last 
year.  After  taxes  he  entled  up  with  .'i!|.")">0  of  his  .^'i.OOO  reimbursement  from  Emery, 
where  he  is  in  management.  "It  came  in  mighty  handy,"  he  said.  "It  alleviated  a 
Iarf:e  portion  of  the  financial  [)roblem  we  had  uoinu  throu^;h  with  the  adoption." 

"We  were  ama/ed  that  the  company  thought  of  it,"  said  Jim  Martin,  a  senior  vice 
president  at  Koote.  Cone  Heidi n^;.  the  Chica^obased  advertising;  agency,  who  has 
adopted  two  children.  "It  didn't  have  anything;  lo  do  with  our  decision  to  adopt  but 
it  was  generous  of  them  and  it  showed  foresi^;ht.  No  matter  what  you  make,  it's 
terrific  to  m't  the  benefit ." 

'•'note.  Cone  &  Hehiin^^  added  some  adoption  benefits  12  years  au^3  but  e<|ualized 
them  with  those  ^;ive'  ■)iolo^Mcal  parents  only  three  years  a^o.  To  date  the  company 
has  paid  benefits  to  'J.*-  .  mployees,  who  have  adopted  2*1  children. 

"We  tri-at  the  adoption  process  as  we  would  the  natural-born,"  said  Bruce 
Mueller,  vice  president  for  human  resources.  "If  a  youn^;  child  is  adopted  the 
mother  is  ^;iven  iij)  to  six  weeks'  leave  of  absence  at  the  same  rate  pay  as  for 
natural  parents."  The  company  also  reimburses  employees  up  to  ^J.aOO  per  adop- 
tion, considered  ecjuivalent  to  the  cost  of  a  normal  delivery  in  a  local  hospital. 

Di^'ital  K(}uipment  Cor|)oration  of  Maynard,  Mass..  a  computer  manufacturer,  and 
the  Minneapolis  headcjuarters  office  of  Honeywell,  the  international  electronics 
coinpanv.  are  anions;  the  2S  concerns  known  to  offi'r  adoption  reimbursement.  They 
provide  up  to  .>1.00()  for  each  adoption  and  offer  leaves  without  pay  for  periods  of 
two  tt>  three  months. 

.Adoption  beiu'nts  nu'et  two  of  the  three  criteria  most  companies  set  when  they 
are  considering  their  pro^;rams.  according'  to  Miss  Seltz  of  Hewitt  Associates.  "The 
money  spent  should  be  tax-deductible."  she  explained.  "It  should  not  be  taxable  to 
tfie  ernplDvee  and  it  should  meet  employee  needs." 

'I'he  one  criterion  not  yet'  in  effect  is  that  the  benefit  be  tax-deductible  to  the  em- 
ploye*'.  As  tax  ri'^'^dations  stand,  adoption  benefits  are  included  in  taxable  income 
and  most  c(jmpanies  withhold  taxes  when  the  benefit  is  paid,  which  can  reduce  the 
amount  by  20  or  2.'»  percent. 

Tile  l'»Sl  tax-cut  bill  provitled  an  exemption  of  up  to  $l.a00  for  the  adoption  of  a 
"special  needs"  chila.  but  no  exemptions  were  included  for  normal  children.  Last 
y««ar  Senator  HowanI  Met/.enbaum.  Democrat  of  Ohio,  and  Senator  Paula  Haw- 
kins. Kepublican  of  Horida.  introduced  a  bill  that  would  offer  deductions  equal  to 
t  h"  ado()tion  expenses  n-ceived  as  employee  benefits.  During;  hearings  by  the  Senate 
Financi'  Committee,  the  Treasury  Department  opposed  the  bill,  but  a  number  of 
presentations  were  made  supporting  it.  including  briefs  or  appearances  by  American 
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Can.  Ih  utli  .\sM>^■l.ll»•^.  llir  NaUoiijjl  CoiiiMiitUM'  lor  Adoption  and  Anu'iicnri  C'iti- 
/4'ns  I  'iMU'crnrd  iov  I  air 

This  yi'ar  Nru'  Yor  k  Statr  iMiualizcd  its  policy  so  that  nialc  and  IVmimU'  cmployt'i'S 
who  adoi>t  aro  futitU'd  to  Iviwv  without  pay  lor  up  to  srvon  months,  the  same  as  for 
hiolo^ic'iil  parcnis. 

••I  \vi)uldrri  do  this  if  I  trouldn't  takf  timt*  off/'  said  Sharon  Wt'^dinski  of  Scht-nt'C- 
tady.  N.Y  .  who  is  in  the  process  of  adopting'.  "I  think  it's  essential  to  spend  as  much 
lime  as  pijssihle  with  a  hahv  ' 

Mrs.  Wc^linski.  a  principal  accounts  clerk  with  the  state  Department  of  Parks 
iind  Recreation,  has  accrued  12  weeks'  paid  leave  and  plans  to  take  a  ^'ood  part  of 
the  allowed  unpaid  leave.  "I'm  Koin^  to  stay  out  as  lon^'  as  1  can  afford  to/*  she  said. 
"I've  waited  H)  vear's  for  this/' 

Candace  Mueller,  director  for  public  policy  of  the  National  Committee  for  Adoj)- 
tioiu  said;  "We  feel  very  nmch  that  if  more  c()mi)anies  took  a  minute  to  think,  they 
would  appreciate  that  the  same  benefits  should  accrue  to  parents  who  biolo^Mcally 
can  t  have  children/'  The  committee,  an  or^'anization  of  individuals  and  nonprofit 
groups,  is  encoura^'ed  because  'iS  lar^'e  companies  have  added  adoption  benellts, 
that  still  more  have  indicated  interest  and  that  the  small  bandwa^'on  is  ^'rowing. 

ADOITION  UKNKFn'S  KHOM  KMPLOVKHS 

Taki'n  from  National  Adoption  Reports  Vol.  Ill,  No.  I,  January 
.■\  brand  new  benefit  for  employees  is  being  considered  by  dozens  of  companies, 
'fhi-  benefit  is  for  families  who  have  children  through  adoption,  rather  than  at  the 
liosj)iial  "We  pay  rnater-nity  benefits  for  those  who  have  children  naturally.  Surely 
those  who  adopt  (leser-ve  the  same  support/'  said  Bruce  Mueller,  employee  benefits 
director  for  Koote.  (one  and  Belding,  an  international  advertising  and  public  rela- 
tions firm  basefl  in  Chicago.  Mueller's  remarks  appeared  in  McCall's  in  December, 
1!)MI.  Since  then,  he  has  become  adoptive  parents'  patron  saint  in  corporate  employ- 
ee benefits  circles.  In  an  interview  with  Business  Week  nearly  a  year  later  (Nov.  2, 
I'.isi)  Mueller  reports  that  many  other  companies  are  deciding  to  follow  the  lead  of 
companies  like  Foote,  Cone  and  Belding.  Hallmark  Cards  and  other  corporate^ lead- 
er's. 

Although  adoption  benefit  programs  are  being  treated  by  companies  as  a  part  of 
the  "fringe  benefit  [>ackage'*  offered  to  employees,  Internal  Revenue  Service  regards 
lliese  tH-nellis  as  taxable  income.  Sen.  Metzenbaum  and  Rep.  Oberstar  have  intro- 
duced hills  which  would  require  IRS  to  consider  these  benefits  as  tax-free.  John  Cha- 
poion.  Assistant  Secretary  at  the  Treasury  Department,  testified  before  the  Senate 
Kmance  Committee  in  October,  r.>Sl,  and  adamantly  opposed  the  incliision  of  adop- 
tion ^e-..  i'it  piograms  as  tax-free  fringe  benefit.  Robert  B.  Bogart,  with  American 
t  an  C«<!Vii);'nv.  resporuled  to  the  Treasury's  testimony  by  saying,  "It  seems  to  us  that 
lo  >ubject  this  ladoption)  benefit  to  income  tax  unfairly  pen:».lizes  people  who  are 
merelv  trving  to  create  loving  familiei.,  and  we  strongly  urge  that  benefit  payments 
made'for  adoptions  be  treated  in  exactly  the  same  fashion  as  benefit  payments  on 
l>rhalf  of  a  natural  birth  which  are  covered  by  our  various  employee-choice  medical 
plans. 

Companies  like  to  be  responsive  to  the  requests  of  their  employees.  Many  compa- 
nies have  been  responsive  to  the  request  of  adoptive  j)arents  to  establish  adoption 
l)erieflt  programs. 

lfer<'  is  a  list  of  1!>  eompanies  with  adoption  benefit  programs.  The  list  is  not  com- 
plete. If  you  know  of  others,  please  contact  Candace  Mueller  at  NC'FA. 

Al)hoit  (.ahoratories:  American  Can  Comj)any;  Baxter  Travenol  Laboratories,  Inc.; 
Control  Data  Cori)orat ion;  Felt  Products  Manufacturing  Company;  Koote,  Cone. 
Belding  Communications,  Inc.;  Hallmark  Cards.  Inc.;  Hewitt  Associates;  lloneywell. 
Iiu'.  Internaiinnal  Business  Machines  Corporation:  International  Minerals  and 
Chemical  Corporation;  S.C.  Johnson  &  Son,  Inc.;  Eli  Lilly  and  Comi)any;  Pitney 
Bowes.  Inc.;  CD  Sear  Is  &  Co.:  Smith  Kline  Corj)oration:  Smith  Kline  &  French  Lab- 
oratories: Syniex  Corporation;  and  Xerox  Corj)oratiori. 

A 1 )( > I TI  n N  S  It KN  KFl  T 

/•;//','//)////\.  — Kull-lim  •.  p(  <-manent  emi)loyees  with  nine  months'  service  at  the 
tim«'  an  adoption  take.s  '.)laee  are  eligible  for  reimbursement  of  certain  adoption  ex- 
pen."^es 

{  V;f rmi.'r.  - Reimbursement  of  lej:nl.  court,  and  social  agency  fees  incurred  uj)  to 
;he  medical  hospital  insurance  plan  maternity  payment  for  normal  delivery. 
rVjs/.--KCB  pays  all  costs  up  to  the  specified  coverage  amount. 
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I'tthVilnn'  A^iviM*  l';ivr<»ll  l)r|);irt  r!ii*Ml  in  writing  ofthe  date  of  tlu»  adoption  and 
submit  r<H*iM|tts  tor  paid 

Senator  Dknton.  Ms.  Flynn,  we  want  to  welcome  you  and  ask 
you  ii  you  would  begin  with  your  testimony, 

STATKMKNTS  OF  LAFKIK  FLYNN.  DIRKCTOR.  NOUTH  AMKRICAN 
COI  NCIL  ON  ADOPTAHLK  CHILDUKN.  INC.  AND  KLAINK  W 
WINSLOW,  PUKSIDKNT.  ALABAMA  FKIKNDS  OF  ADOPTION 

Ms.  P^i.YNN.  I  really  do  appreciate  the  opportunity  to  testify  this 
morning  on  behalf  of  the  North  American  Council  on  Adoptable 
Children.  1  also  would  like  to  thank  the  subcommittee  staff  for 
what  1  think  may  be  setting  a  record.  This  is  the  first  time  that  I 
know  ol'  that  we  have  had  an  adoption-related  hearing  where  five 
ofthe  witne.sses  have  been  adoptive  parents. 

The  subcommittee  clearly  knows  who  some  of  the  experts  are  in 
this  Held,  and  we  are  very,  very  proud  to  have  this  much  participa- 
tion by  the  families  who  adopt  the  youngsters. 

As  my  written  testimony  points  out,  and  I  will  not  go  through  all 
o\'  it  due  to  the  lack  of  time,  1  am  an  adoptive  parent,  like  many  of 
the  others  you  have  heard  today,  and  have  shared  many  of  the 
kinds  (^r  experiences  in  adoption  that  have  already  been  presented 
to  you. 

1  would  like  to  point  out  that  I  know  that  families  are  often  con- 
cerned that  when  we  discu.ss  adoption  of  children  with  special 
needs,  so  often  we  focus  on  those  youngsters  only  as  problems. 
They  are  more  difficult  to  place;  they  present  serious  challenges. 

But  I  think  it  is  important  to  get  the  impression  across  clearly  to 
members  of  the  subcommittee  and  the  public  that  these  youngsters 
offer  enormous  rewards.  That  is  the  key  to  the  families  who  do 
adopt  the  children.  There  is  a  tremendous  amount  of  personal  sat- 
isfaction in  being  able  to  provide  something  so  basic  as  family  love 
to  a  youngster  who  is  lacking  that. 

1  am  very  pleased  to  see  your  interest.  Senator  Denton,  in 
reauthorizing  title  11  ol'  Public  Law  i)5-2(>()  because  we  fmd  that  so 
many  children  and  so  many  I'amilies  are  still  without  adoption  op- 
portunities. 

In  reference  to  your  comments  a  few  moments  ago,  at  a  time 
when  so  many  families  are  fragmented  and  we  see  so  much  stress 
and  difficulty,  it  is  very  inspiring  for  me  to  work  with  people  who 
are  dedicating  their  entire  lives  to  building  families  for  homeless 
children,  one  by  one.  We  really  do  appreciate  your  continued  inter- 
est in  this  issue  and  your  support  Ibr  programs  that  serve  these 
children. 

The  legislative  intent  of  Public  Law  was  quite  clear,  and  I 

do  want  to  make»  on  behalf  of  my  organization,  a  point  that  I  think 
several  others  have  tried  to  make  here  today. 

While  there  are  indeed  other  kinds  of  adoption  needs  and  other 
kinds  of  adoption  issues,  our  focus  and  the  focus  of  most  of  us  who 
have  dealt  for  years  with  the  barriers  to  adoption,  are  the  young- 
sters referred  to  this  morning  by  the  Assistant  Secretary  and 
others — tho.se  children  with  special  needs  for  whom  opportunities 
are  still  so  limited  and  for  whom  so  many  barriers  to  permanent 
families  still  exist. 
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We  think  there  are  about  100,000  of  those  youngsters  and,  again, 
I  reference  Mr.  DeBolt's  comments.  It  is  a  sad  commentary  that  we 
do  not  even  know  who  these  children  are. 

Senator  Denton.  I  think  you  are  the  second  to  mention  100,000. 

Ms.  Flynn.  Somewhere,  we  have  to  be  able  to  get  some  accurate 
numbers,  because  we  cannot  plan  for  children  we  cannot  identify. 

Regardless  of  that  number,  whether  it  be  50,000  or  100,000  or 
150,000,  or  an  increasing  number  as  we  may  see  throiigh  imple- 
mentation of  Public  Law  \)i)-212,  we  know  at  our  organization  that 
families  are  available  who  do  v/an':  to  adopt  youngsters  that  are 
waiting. 

We  get  up  to  as  many  at  800  or  .,000  caiis  and  letters  every 
month  from  families  who  identify  themselves  as  resources  for  these 
children,  and  who  so  often  also  identify  themselves  as  discouraged 
and  defeated  in  their  efforts  to  find  i  child  for  their  families. 

We  have  attached  to  the  written  statement  a  fact  sheet  which  we 
mail  out  annually  with  our  adoption  week  kit,  which  details  the 
enormous  cost  in  terms  of  lives  and  dollars  of  ignoring  these  adop- 
tion resources  and  ignoring  the  needs  of  the  youngsters. 

In  light  of  those  continued  problems,  I  would  like  tr  request  that 
the  subcommittee,  even  at  a  time  of  budget  cutback  and  the  severe 
difficulties  we  are  facing  at  the  federal  level,  seriously  consider  res- 
toration of  the  funding  to  $5  million 

As  adoptive  parents,  our  members  know  firsthanu  the  fear  and 
the  loneliness  of  abused,  neglected  and  abandoned  children  who 
feel  that  they  do  not  really  belong  anywhere.  In  light  of  the  contin- 
ued expression  of  need  and  the  continued  expression  of  support  for 
these  programs,  I  wonder  that  we  are  asking  still  for  so  little  at  the 

Federal  level.  xt  .  ^ .  ^  .  j  i. 

Because  the  fundir^--  has  been  so  limited,  NACAC  is  opposed  to 
some  of  the  propos*  u  .r.r  v.r '^ents  which  have  been  discussed  qu' "e 
thoroughly  earlier.  v,hic5-.  •  ;  to  bn  ,:.den  the  focus  of  the  leg'-ia- 
tion  and,  in  our  view,  nvay  thereby  serve  to  weaken  efforts  already 
too  limHed  to  serve  ihe  oio  -r,  handicapped,  and  minority  ch  >dren 
in  need  of  adop    .  ,    ,  ,      u       •    i  j 

Particularly  rciert^neir:.  the  new  focus  which  has  bee:,  inclucl- 
ed  on  children  v.  iu*  mav  k  born  to  teeraged  parents,  ^amarried 
parents,  and  serv  ices  lo'ini  nile  couples,  I  would  like  to  point  out 
again  that  thes'  areas  of  cern  do  not  relate  to  th^'  adoption  of 
children  with  sp.  via!  neeo.s 

Services  to  unmair-i^!  :  regnant  teenagers  have  *.een  addressed 
in  some  other  Fe:^.:'rcii  .islation,  and  children  born  to  those  moth- 
ers are  not  hard  .  ^  rV:  je.  Those  youngsters,  when  t-  ey  are  released 
for  adoption— ana  .  ^gree  that  many  should  be— 

Senator  Dknton.  i^Ixcuse  me. 

Ms  Flynn.  Yes.  ,    ,  , 

Sen;tU;r  Denton,  Tnat  does  come  out  of  th.;  chilu  -^use  part  ot 
the  funuing.  It  does  not  touch  this  money  th*-:  you      '  e  rc-ferred 

Ms.  Flynn.  Well,  at  least  in  the  draft  that  I  did  receive,  the  find- 
ings broaden  the  concern  of  the  adoptic*.  opportunities  legislation 
to  include  youngsters  who  may  be  bori.'  lo  r-.^naged  mothers  and 
unmarried  parents  as  children  who  ar^'  .i»'opardy  and  who  need 
adoption  plannin„^ 


AKain.  my  lutr.  r  ;i  1  .  indi'inl,  thoy  may  be  in  some  cases  children 
\\)v  whom  adojitiun  is  a  ^^oocl  choice.  But  they  are  not  at  the  same 
level  of  need  as  tliese  children  already  identified. 

Senator  Dknyi>n.  The  technical  error  made  there  was  that  it  is 
sup[)osed  to  say  *  rJ-Mie  such  children."  In  other  words»  by  the  way, 
some  of  those  r'tn'-^ven  become  really  special  needs  children. 

Ms.  Fi.YNN  }1,  in  lookinjx  at  that  as  an  amendment  to  the 
findings,  I  think  fhal  irevilably  dilutes  the  focus  of  this  very  small 
amount  of  fundir.ijj  and  this  very  directed  and  targeted  effort  on  a 
population  of  \«'i.uigsters  already  born  and  already  identified  as 
very  much  vuhu  rable  to  living  a  life  without  a  sense  of  belonging. 

So,  we  really  A-ould  like  to  work  further  with  your  staff  to  see  if 
we  can  work  so,ne  of  those  concerns  out.  But  we  really  were  very, 
very  upset  at  ii.v'  thought  that  concern  for  infants  who  are  easy  to 
place*  woul(!  he  .  t  en  as  needing  the  same  kind  of  targeting  as  con- 
cern for  youpusters  whom  we  kijow  are  very  difficult  to  place. 

Let  me  ^hen  move  on,  since  Wc  !:ave  dealt  with  that  one,  and  dis- 
cuss our  rj>ncL,  ns  in  some  of  the  Jther  specific  areas.  We  are  very 
pleased  to  s"t'  Miat  the  Federal  initiative  has  continued  to  be  in 
plac(»  for  I  hi'  National  AfL  ;/.ion  Exchange.  Our  organization  has 
worked  closely  with  f-.. changes,  both  the  national  exchange 

anil  Stat  -  and  louil  excluiiiges. 

As  1  have  poin'.t'd  ov.t.  a  ,;reat  many  of  these  efforts  have  been  at 
tlie  initial'*"'*  oi  parents  and  parent  organizations  them- 

selvt*'^. 

A.^  others  have  nvMi- :oaed  to  you  this  morning,  there  do  remain 
a  number  of  barrie:  lo  their  effectiveness.  Because  the  exchanges 
nuiinly  serve  a  cleat'f r.j.;house  and  referral  function,  they  cannot  di- 
rectly affect  placi^nient,  and  jurisdictional  barriers  remain,  as 
others  have  tesiiri.*':!,  a  major  problem. 

We  hePv  \\y<ii  local  agencies  must  recognize  that  when  they 
seek  to  urilr/.t  r*^-, 'langes  and  photolisting  services  to  recruit  farni- 
lics  for  v'h:!'  ren,  t'ney  must  be  open  to  shared  decisionmaking  in 
{ilacrnu  fv  ^  noices. 

\:>  :n;;ny  cases  that  we  are  aware  of,  children,  are  registered 
and  "r  ^iitment  by  exchanges  yields  the  families,  yet  no  placement 
is  n.:--^*'.*.  Someone  pointed  out  to  me  recently  that  the  experience  is 
noi  u  nlike  going  window  shopping  when  the  store  is  closed.  You 
just  lannol  seem  to  get  the  children  from  the  books  to  the  actual 
families. 

This  ])roblem  is  also  related  to  another  one  which  I  do  not  think 
has  been  mentioned  very  extensively  this  morning,  but  which  we 
as  a  very  large  issue— the  problem  so  many  families  face  in  get- 
twH,;  an  approved  home  study. 

We  surveyed  over  •!()()  parent  groups  around  the  country  last 
year  and  asked  them  what  was  the  single  most  important  barrier 
that  they  saw  in  providing  adoption  to  children  with  special  needs. 
Overwiielmingly,  their  response  was  that  the  availability  of  home 
studio-  continues  to  be  very  limited. 

It  r  nearly  impossible  in  some  places  to  obtain  a  home  study, 
and  without  a  home  study,  families  cannot  adopt  the  waiting  chil- 
dren. Kven  with  an  approved  home  study,  many  families  find  their 
options  limited  by  geographic  barriers.  Many  agencies  will  not 
share  or  explore  family  resources  outside  their  jurisdiction,  nor  will 
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they  pennit  a(l()f)ti<)n  ol'  their  children  by  families  residing  in  an- 
other State  or  county. 

This  is  an  issue  essentially  of  agency  control  that  undermines 
much  recruitment  and  results  in  countless  lost  adoption  opportuni- 
ties for  children. 

On  a  minor  point,  in  section  208  of  the  bill  you  have  mentioned 
replacing  the  term  "adoptive  parent  groups"  with  ''adoptive  family 
groups."  We  would  like  to  request  that  you  consider  the  use  of  both 
terms,  primarily  because  "adoptive  parent  group"  has  taken  on  a 
certain  meaning  and  is  an  identifiable  term  to  persons  working  in 
the  field  of  adoption. 

We  would  like  to  continue  to  have  this  as  a  term  that  is  well 
used  because  so  many  of  our  groups  themselves  identify  that  way. 

Senator  Dknton^  We  will  take  that  under  advisement. 

Ms.  Fi.YNN.  Thank  you. 

We  were  pleased  to  see  a  recognition  of  the  role  that  corporate 
benefits  play  in  promoting  adoption  as  a  viable  alternative  for 
many  children.  We  would  point  out  that  such  programs  do  not 
place  children.  .    j.  u 

Again,  in  terms  of  considerations  about  use  of  funding  that  may 
become  available,  we  believe  that  many  of  these  corporate  adoption 
programs  can  be  operated  entirely  on  a  volunteer  or  corporate  pro 
bono  basis. 

Further,  we  would  oppose  any  efforts  to  make  use  of  limited 
funding  for  adoption  services  to  continue  to  study,  as  the  amend- 
ments indicate,  "the  nature,  scope  and  effect  of  placement  of  chil- 
dren in  adoptive  homes  by  persons  or  agencies  who  are  not  li- 
censed, including  a  study  of  the  legal  status  of  surrogate  parent- 

As  the  committee  is  well  aware,  a  respected  researcher,  William 
Meezan,  has  already  published  a  study  entitled  '^Adoption  Without 
Agencies."  Again,  we  would  point  out  that  such  independent  adop- 
tive placement  almost  always  involves  the  healthy  Caucasian 
infant,  not  the  hbrd  to  place  children  for  whom  adoption  opportuni- 
ties are  so  limited. 

Surrogate  parenting,  which  we  certainly  are  concerned  about, 
and  is  a  well  publicized  and  controversial  new  phenomenon,  has  to 
date  involved  a  very  limited  number  of  families  and  an  even  more 
limited  number  of  actual  adoptions. 

And,  we  would  be  very  concerned  if  there  were  to  be  directed 
toward  such  a  rare  and  unusual  and,  at  this  point,  still  legally  un- 
defined area,  funding  for  a  study  when  so  much  is  needed  on  behalf 
of  the  children  who  continue  to  wait. 

We  really  agree  to  some  extent  with  Mr.  DeBolt's  earlier  state- 
ments. We  do  not  need  a  lot  of  new  Federal  programs,  new  Federal 
studies,  new  research  efforts.  We  do  not  really  need  new  adoption 
recruitment  techniques  or  new  service  modalities. 

We  believe  these  children  can  be  adopted  and  our  goals  can  be 
accomplished  by  applying  what  we  have  already  designed  and  what 

is  already  known.  .  •  .   t  *n 

We  have  a  page  of  amendment  to  our  testimony  which  1  vvill 
briefly  go  over,  which  are  specific  recommendations  we  would  like 
you  to  consider.  All  funding  that  is  directed  through  the  adoption 
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{)|)|H)rluiiitii»s  |)n>t^r:iriK  wt»  believe  should  ^^o  to  one  of  the  six  major 
areas  we  lhink,.sl.ill  need  attention. 

The  first  is  'to  continue  to  promote  the  important  role  of  volun- 
teer adoptive' parents  and  minority  groups  in  providing  advocacy 
and  support  for  the  adoption  of  children  with  special  needs. 

'I'he  ado])tion  resource  centers  which  were  federally  funded 
Ihrou^^h  the  authorization  of  this  title — when  their  center  directors 
^^ot  lo^^^ther  at  their  closing  meeting,  listed  the  use  of  volunteer 
adoptive  parent  groups  through  a  minigrant  program  that  Elaine 
Winslow  will  describe  to  you  in  a  moment  as  the  most  effective  and 
the  most  longlasting  legacy  that  they  were  leaving  the  children 
they  had  served. 

The  second  thing  we  believe  

Senator  Dknton.  Excuse  me,  Ms.  Flynn. 

Ms.  Fi.YNN.  Yes. 

Senator  Dknton.  In  our  written  invitation  to  you,  we  asked  you 
and  Ms.  Winslow  to  testify,  you  know,  sort  of  as  one.  We  have  this 
room  only  until  1  p.m.  1  have  a  security  and  terrorism  meeting 
wh.ich  will  prevent  me  from  remaining  longer  than  that. 

This  thing  about  the  teenagers  again,  and  services  to  infertile 
a)U()les — t-he  motivation  behind  the  services  to  the  infertile  couples 
was  to  help  couples  who  were  trying  to  achieve  fertility.  If  they 
learn  that  that  is  impossible,  they  are  more  likely  to  become  adop- 
tive parents,  and  the  services  come  out  of  the  $17  million  in  the 
child  abuse  portion  of  the  program. 

I  think  you  will  end  up  getting  more  adoptive  parents  out  of  that 
at  just  about  zero  cost  to  your  part  of  it. 

Ms.  Flynn.  We.  would  certainly  be  pleased  to  see  efforts  made  to 
inform  infertile  couples  about  the  children  with  special  needs  who 
are  waiting  for  adoption. 

Senator  1)knton.  Well,  they  have  to  learn  that  they  are  infertile 
first. 

Ms.  FiA'NN.  Indeed,  and  many  of  them  do  come  to  our  organiza- 
tion and  others  seeking  information  about  adoption.  It  is  important 
to  remember  that  most  of  those  couples,  by  far  the  largest  percent- 
age, are  not  interested  in  special  needs  children.  Most  of  them  are 
interested  in  adopting  the  infants,  and  end  up  having  to  wait  many 
years  on  waiting  lists  for  those  infants. 

Certainly,  we  would  want  them  to  know  about  the  rewards  of 
special  needs  adoption  and  to  consider  it. 

[The  prepared  statement  of  Ms.  Flynn  follows:] 

i'l'Ki'AKKi)  Statkmknt  OK  Laukik  Klynn,  DiKKrroK,  North  Amkuican  Council  on 
Adoitaiu.k  Childrkn,  Inc. 

1  nin  l.iiur.ic  Klynn.  roprosentin^  the  North  American  Council  on  Adoptable  Chil- 
dren. Inc.  )\ACA(_'>.  I  am  an  ad()f)tivu  parent.  My  husband  and  I  have  12  children. 
V'w  v  are  yuiumsters  who  were  horn  to  iis.  and  seven  have  joined  our  family  through 
adoption.  Kach  of  our  seven  adopted  children  was  considered  "hard  to  place"  due  to 
their  special  needs. 

Two  were  born  to  mentally  retarded  institutionalized  parents  and  had  serious  de- 
velopmental delays.  One  also  has  moderate  hearin^^  and  speech  difficulties  requiring; 
a  special  educational  pro^^am.  We  adopted  three  adolescents;  a  brother  an.d  sister 
came  lo  us  at  a^es  VA  and  11,  and  our  last  adoption  was  a  la  year  old  j^irl  who  suf- 
fered an  adoption  disruption  after  three  years.  One  child  has  tjran-mal  epilepsy 
which  requires  medication  and  careful  monitoring. 
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Our  iidupti'd  cliildrrfi  l)r<)iiKht  m  variety  of  racial  and  ethnic  backgrounds,  which 
has  onriclu'd  our  family  lil'e.  Two  arc  Victnanu'se,  three  are  Black  and  two  are 
Native  American  Indian.  Although  each  of  our  youngsters  has  presented  some  diffi- 
culties and  ea«rh  has  had  problems,  my  experiences  with  adoption  have  been  very 
rewarding. 

As  executive  director  of  NACAC.  I  have  the  opportunity  to  work  directly  with 
adoptiv«'  parents  and  p(»ople  interested  in  adopting,  all  across  the  country.  I  urge  re- 
authorization of  Title  11  of  J'ublic  Liiw  \)i')-2i){}  because  so  many  children  and  fami- 
lies are  still  without  the  adoption  opportunity  NACAC  has  long  sought  to  expand, 

NACAC  is  truly  a  unique  organization.  We  are  made  up  almost  entirely  of  volun- 
teers—parents  'A' ho  have  made  the  personal  commitment  to  provide  family  life  and 
care  to  one  or  more  children  with  special  needs.  We  represent  nearly  500  local  adop- 
tive parent  organizations.  We  have  pioneered  in  adoption  by  proving  in  our  own 
lives  that  no  child  is  unadoptable. 

NACAC*  has  provided  a  crucial  element  .?f  leadership  and  citizen  advocacy  in 
adoption.  Our  local  parent  and  family  groups  i*^  every  state  are  supported  by  our 
volunteer  network  of  State  Representatives  and  li'Unonal  Coordinators.  We  have 
spi»n sored  the  only  continent  wide  Conferences  on  adoption  and  have  held  eight 
such  biennial  gatherings  of  parents  and  professionals  since  liHJS.  In  ll)7i>  we  inaugu- 
rated National  Adoption  Week,  held  each  year  at  Thanksgiving.  This  celebration 
has  been  widely  shared  in  local  communities  and  through  the  media,  as  a  recruit- 
n:ei}:  :>nd  public  awareness  effort  on  behalf  of  waiting  children  with  special  needs. 
.Ado|>fal!-  our  national  newsletter,  published  continuously  since  1975,  is  an  impor- 
tant source  of  news  and  information  about  adoption,  foster  care  and  parenting.  Our 
information  and  resources  office  provides  the  latest  and  best  materials  on  adoption 
and  adoptive  family  life.  Each  month  we  respond  to  over  500  requests  for  adoption 
information  and  provide  referral  to  local  programs,  agencies  and  parent  groups. 
NACAC  Board,  staff  and  volunteers  have  worked  closely  with  legislators  and  admin- 
istrators at  the  federal*  state  and  local  level  to  help  remove  barriers  to  adoption  of 
children  with  special  needs.  Our  advocacy  training,  and  parenting  workshops  pro- 
vide our  members  with  needed  skills. 

Krom  our  founding  in  11)7*1.  NACAC  has  focused  priority  attention  on  children  too 
long  neglected  and  unserved — over  100,000  legally  free  children  with  special  needs 
who  wait  and  have  waited,  for  adoption.  These  children  are  school-aged,  mentally, 
physically  or  emotionally  handicapped,  members  of  sibling  groups  and  racial  and 
ethnic  minority  heritage.  It  is  to  these  vulnerable  children  that  we  have  pledged  our 
advocacy  efforts,  and  it  is  for  their  right  to  a  permanent  loving  family  that  NACAC 
mi»mbers  are  dedicated. 

Further,  it  was  to  these  forgotten  children  that  our  efforts  to  help  draft,  encour- 
age passage  and  secure  appropriations  of  $5  million  for  the  original  Adoption  Oppor- 
tunities section  of  Public  Law  i)5-lil)()  were  directed.  We  worked  with  former  Senator 
Walter  Mondale,  Senators  Alan  Cranston  and  John  Heinz  and  former  Senator 
Warren  Magnuson  to  fund  and  implement  the  first  federal  adoption  initiative.  It 
took  over  four  years  from  1971-H)79.  to  gain  this  important  victory  for  our  nation's 
homeless  children. 

Local  adoptive  parent  groups  have  sponsored  a  wide  variety  of  creative  and  suc- 
cessful i)n)grams  to  help  remove  barriers  to  adoption.  Pre-adopiion  peer  counselling 
and  parent  preparation  classes  reduce  agency  staff  work  and  offer  a  realistic  and 
practical  ai)proach  to  providing  skills  needed  to  parent  challenging  children.  Post 
adoption  support  was  invented  by  adoptive  parents  and  continues  to  be  the  first  line 
of  defense  against  painful  adoption  disruptions.  Buddy  systems,  telephone  networks 
and  programs  offering  information,  advice,  and  encouragement  have  helped  many 
families  make  it  through  severe  difficulties. 

Many  groups  also-  mount  impressive  recruitment  efforts,  reaching  out  to  their 
communities  on  he  hall"  of  voiceless  waiting  children.  Over  'AoO  groups  regularly  fea- 
ture waiting  children's  photos  in  their  local  newsletters.  Some  groups  post  fiyers  in 
public  places  such  as  libraries,  churches  and  community  centers.  In  the  past  year 
NACAC  groups  placed  bus  placards  in  New  York  City,  Columbia.  S.C.,  Minneapolis 
and  Philadelphia  to  reach  potential  parents  for  waiting  children. 

In  over  half  a  dozen  states,  adoptive  parents  operate  the  only  state-wide  adoption 
photo  listing  service:  Arizona,  Ohio.  Ceorgia,  Minnesota,  Florida,  South  Carolina 
and  Wisconsin.  Parents  funded  and  operate  regional  exchanges  in  the  Southeast, 
iSKK  US.  Columbia.  S.C.,  Alabama.  Florida,  Georgia.  Kentucky,  Mississippi,  North 
Carolina,  South  Carolina.  Tennessee),  the  Southwest  (SWARE,  Oklahoma  City. 
OK— Arkansas,  Louisiana.  New  Mexico,  Oklahoma,  Texas),  the  Rocky  Mountain 
States,  (Colorado  I^a rents  for  All  Children.  Denver— South  Dakota.  North  Dakota. 
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M«)Mtaiia,  WvoiniM^;,  iUnU.  ( 'oloratloi  and  the  I Dt'lawarc  ValU*y  Adoption  Ki'sourcu 
Kxehan^^i',  Phila<irlpliia.  I 'A    Di'hiwarf.  Pi'inisylvania,  Nrw  Jorsey). 

Tlu'  CAP  Book  of  KochcstiT.  New  York  is  the  only  nationally  cuirulatod  compn- 
hiMisivi'  photo-listing^  stTvicc.  U  was  started  by  adoptive  parents  ten  years  a^^o  and 
continues  to  l)e  efTi'Ctively  and  efficiently  operated  by  adoptive  parent  staff  and 
U«)ar(i  nienibers.  The  success  of  the  CAl*  Hook  has  served  as  a  model  for  New  York 
state  and  rnanv  i)ther  state  and  re^nonal  recruitment  pro^^ams. 

A^'encv  policy  and  })raetice  has  often  been  cited  as  a  barrier  to  adoiHion  of  chil- 
dren with  sj)ecial  needs.  Sonu'  parents  and  parent  ^touj)s  have  become  licensed  as 
volnntarv  a^^encies  in  ordiT  to  meet  cliiUlren's  needs  for  permatienoe.  Aid  to  Adop- 
tion of  Special  Kids  (AASK),  Western  Association  of  C'oncerned  Adoptive  Parents 
iWAC'Al*!.  Crossroads,  (Irowin^^  Throu^^h  Adoption.  AdojJtion  Horizons  and  several 
otluTs  an' just  a  few  examples  of  the  kind  of  direct  service  parents  can  or^^anize  to 
fill  a  ^Mp  in  service  to  children. 

Thesi'  parent  led  efforts  are  all  based  on  i\  major  premise,  articulated  by  NACAC: 
adoj)tive  parents  are  ni)t  the  "clients"  of  adoptional  services,  in  the  traditional 
sensi'.  'I'hev  are  resources  the  waitin^^  children  who  are  the  real  clients  of  adop- 
tioi.  SI',  /es.  Klfec'ive  use  of  parent  resources  is  the  heart  of  NACAC^'s  widely  ac- 
clainie(i  TKAM  Pru^^ram.  TKAM  was  based  on  a  hi^^hly  successful  pro^^am  devel- 
4)ped  by  Harbara  and  Bill  Treniitiere,  adoptive  parents  and  staff  members  of 
TressIer-I-utheran  Service  Associates  of  Pennsylvania. 

TMAM  is  based  i)n  the  belii'f  that  by  joinin^^  energies,  a^^encies  and  adoptive 
parent  ^^nmps  can  work  more  effectively  to  place  waitin^^  children  and. support  adop- 
tive far) n lies  after  j)lacenient.  TKAM  has  five  elements:  public  education  and  re- 
cruitment, pan'iit  preparation,  family  support  and  child  advocacy.  Details  of  imple- 
mentation are  presented  in  two  manuals-— Cluido  to  Local  TEAM  Programs,  to  help 
parents  and  workers  assess  local  needs  and  plan  joint  efforts,  and  TEAM  Parent 
I>reparati(Mi  Handbook  which  j)rovides  a  comprehensive  approach  to  preparing  pro- 
spective pa. rents  in  ar)  atmosphere  of  self  discovery,  shared  decison  making  and 
mutual  sup[)ort.  'I'his  «roup  parent  preparation  course  is  provided  by  a  team  of 
social  worker  and  experienced  adoptive  parent  and  replaces  the  traditional  home- 
study.  The  hoinestudy  is  lar^'ely  self-prepared  and  is  a  more  accurate  and  personal 
j)resentation  of  the  parents.  The  TEAM  model  offers  an  excitin^^  alternative  to  tradi- 
tional j)ractiees.  and  can  he  readily  implemented  in  both  public  and  private  a^yn- 
cies.  usin^^  volunteer  parents  as  co-leaders  and  resource  people.  A  social  worker  with 
many  years  of  experience  in  the  adoption  Held  wrote  NACAC;  ''When  the  TEAM 
api)roach  is  used  stren^^ths  are  maximized,  time  is  used  more  efficiently,  more  chil- 
(iren  are  moved  into  permanent  homes  which  are  realistically  ready  for  them,  and 
the  families  receive  a  hi^^her  qualitv  of  service  all  the  way  throu^^h  the  process." 

The  TEAM  Pnj-jrani  has  l)een  funded  since  1!)TJ)  by  the  U,S,  Department  of 
llealtli  &  Human  Services,  under  the  adoption  opportunities  and  discretionary 
urants  iM«)^Manis.  NAC.AC  has  provided  TEAM  trainin^^  to  over  200  parent/worker 
TEAMS  who  now  are  imi)!ementin^^  TEAM  programs  and  services  in  more  than  aO 
c<»mmunities.  NAC.-\C  is  enormously  proud  of  this  tremendous  success  and  the  dedi- 
caiit)n  of  hundreds  of  local  adojjtive  parents  and  parent  groups. 

NAC*AC  j>ublications  servo  the  adoption  field  by  providing;  accurate  information 
irom  a  parent's  persjjective.  Adoptin^^  C'hildren  With  Special  Needs  and  the  soon  to 
Im'  published  Se(iuel  i)rovide  first  perscjn  accounts  of  adoptive  family  life  written  by 
the  real  <»xperts-"the  parents  themselves.  NACAC  has  worked  closely  with  PBS  and 
:iM  to  j)ro(iuce  two  etlitions  of  the  Adoi)ti()n  Help  Directory.  Federai  funds  assisted 
our  development  of  the  Directory  of  Parent  Croup  Resources  and  the  pamphlet 
.•\doj»tint.^  the  Child  With  Special  Needs  (by  Joan  McNamara), 

We  also  revised  and  expanded  our  Citize  n  Action  Manual  to  enable  local  parent 
^^roups  and  child  advocates  to  i)articipate  effectively  in  their  state  and  community, 
A  recent Iv  (h'velopj'd  series  of  leaflets  has  been  desi^;ned  to  provide  answers  to^the 
ijuestions'we  receive  more  frequently  from  the  general  public.  iCopies  of  all  NACAC 
I  ubr!catii)ns  and  periodicals  ar(»  attached  for  the  Committee  record.! 

The  impf.rtant  role  SACAV  members  was  publicly  recognized  in  IDSl  by  the 
National  (  ouncil  of  Juvenile  &  Family  Court  Judges  which  honored  us  with  their 
"Mt -itor-ous  Service  to  the  Children  of  America  Award",  NACAC'  njember  parent 
^^roups  recently  wi're  advise(i  of  our  10s:i  program  j^oals  through  a  special  issue  iif 
Aiiof)talk  (attached).  Mecausj*  so  many  barriers  remain,  we  must  continue  our  ixr- 
^M-essive  efforts  to  make  adoi)tif)n  a  pri(/rity  servic*'.  Even  in  times  of  budget  cut- 
backs. NACAC  believi's  that  the  pli;^ht  of  homeless  children  must  receive  greater 
'  atti'iition. 

The  leuislative  history  and  intent  of  Title  II  of  P.L,  0rj-2(}(i  is  clear.,  The  Congress 
was  convinced  that  our  nation  had  too  lon^^  ne^dected  thousands  of  foster  children 


vvli  t  \sric  <li'rn(  <i  I  Ik-  Iovi'  iinii  ^i'k-iir-ity  tlwit  tuily  a  pi'Mnancnl  fainily  can  provide. 
Ai  [i'n>\  .'.no.iiuo  i  liiliiicn  havi-  rmiDVcd  tVoin  or  abaiuloiu'd  hy  their  l)ii)l()^Mcal 

!;ir!ii!>  ami  I'onMmu'd  lu  a  srrji'>  of  ti'inpDrary  placements  in  foster  homes  and  insti- 
uiiion^  l()r>.(MMi  oi'  ihese  chiltlri'ii  ar-e  U'^mIIv  free  for  ad()j)tion,  yet  they  remain  un- 
p  I  a. -I'd  A  !:ut  shi'i't  pn'i>ari'd  hy  NAC'AC  is  attached,  which  details  the  enormous 
cnsi  in  h  i",  and  linllars.  of  this  failure  to  provide  adoption  opj)urtunities  for  chil- 
dit-n  w  '  jiccial  ru  i-ds.  The  .S">  million  ori^nnally  ai)proj)riated  to  address  adoption 
•>  I-  I  vumi  hi'LiiriMin^,  aliliou^h  this  small  ani-.uint  is  a  mere  fraction  of  the 
.  (1  :-!;iie  I'xpemiiinres  lor-  foster  anti  institutitinal  care,  estimated  at  bil- 
ii-in  .iniinall  Of  all  the  ;)iihlic  spending;  un  chiklrea  in  siil)stitute  homes,  a[)jjroxi- 
rna!i*!>  *.'7  pi-rcr-rn  iJ,(H'>  tn  fuster-  cari*  and  only  [)ercent  to  assist  adojJtion  services. 
Kv<  :i  it  an  annual  aiii)j)lu)n  snhsiily  of  $1,200  is  providi'd  in  I'acilitate  adoption  for 
lu.oMi!  chiuiri^n  with  sjjecial  needs,  the  cnnmlative  savin^^s  over  a  10  vear  period 

NATAC  i>  distressi'd  that  the  funding  level  for  federal  adojnion  pro^^rams  has 
h»-,'ti  rediu  i-d  ti>  less  than  .S-  million  dollars.  We  (piesti(jn  the  seri<nisness  of  the  fed- 
eral i'urnmi.tnicnt  lo  arl-^plion  oppr)rtun ities  in  li^^ht  of  such  mea^^'r  fundin^^  espe- 
.■laliv  tvljcn  slates  ai'e  ex{)i'rii'ncin^  seveie  l)nd^^et  shortfalls  and  i\  redirdion  in  fed- 
eral *"un(hn^  tnt-  sui'ial  srj-vice  pro^^rams.  As  adoj)tive  [)arents.  NAC'AC'  members 
know  nrsthaiu!  trie  fear-  and  Irjneliness  of  the  abused,  ne^;lected  or  abandoned  child 
uh  )  li-cls  hi-  doesn't  ti-uly  behni^^  to  anyone.  On  behalf  of  these  waitin^^  vulneraljle 
^^liidn-n  '.VI'  siion^^ly  ui-^^e  the  subcommittee  to  rvcommend  restoration  of  funding  at 
t  ill-  ^  f  niili  run  <•! 

r..-i  .itr-«'  (iirulini;  Inr  Title  II  lias  been  so  limited,  NAC'AC  sti'ongly  oj)p(Jses  the  pro- 
(•ii  rii  anirridm.-r'.is  which  seek  to  broaden  the  focus  of  the  legislation  and  thereby 
v. iMk'  ii  furthi-r-  1  hr  efforts  to  serve  older.  handicaj)ped  and  minority  children  in 
n»-i-d  I't  id.ipiion  We  do  not  understand  the  need  to  exj)and  the  work  of  the  Adviso- 
ry ( 'nnnnini  !■  'ui  Tin  Id  Abuse  and  Neglect.  Section  aia)  ( 1 1  and  (2)  to  include  "coordi- 
rMii-m  all  a«!'»|)Jinri  r-i-hitnl  artisities  of  the  fe<lei"al  government.."  The  goal  of  child 
;(i)U>r  pri'ViTUion  and  treatment  is  to  restorv  family  life  for  endangered  children. 
Adopismi  drais  with  children  at  the  (jther  end  of  the  child  welfare  continium.  and  is 
a  ia-i  repor  t  whi-ri  tlie  birtli  family  cannot  oi-  will  not  assume  parental  respor.'ibili- 

KvtMi  tnme  disturbirii;  to  NACAC  is  the  inclusion  of  Umguage  which  relates  to  in- 
taius  ulm  ma>  hi-  born  to  ti-enagers.  and  sei'vices  to  infertile  couj)les.  None  of  these 
;itf;i-  of  cnrurrri  relates  to  the  adi)j)tion  of  children  with  sj)ecial  needs — those 
liiiijuiit  youngster-.-  already  here  who  have  waited  in  vain  fo^  a  i)ermanent  family. 
SrrMie>  to  pregnant  teenai,'ers  are  well  addressed  in  other  federal  legislation.  CTiil- 
<ir>-n  l>nr-n  in  -uch  younu  motliers  are  rarely  hard  to  place.  The  infertile  couples  lef- 
i-p-ru^'d  tn  the  amendment  eagerly  seek  to  adopt  healthy  infants,  sometimes  waiting 
up  lu  fivi-  u  ;irs  to  hecunu'  parents.  Most  infertile  couples  are  not  interested  in  adop- 
tnm  <>t  w;utm^  cliildi-en  with  sf)ecial  iieeds. 

Adopiiiin  rn,iy  lie  a  viable  j)lan  for-  infants  born  with  a  life-thieatening  congenital 
nniiai'-ment.  f)rt/viiii'd  legal  actir)n  has  beep  taken  to  terminate  j)arental  rights. 
The-c  chddren.  bruu^b.t  to  j)i.rbli(-  attention  through  the  tragic  "Infant  Doe"  case  in 
Indutn.i.  are  of  t;rt*at  concern  to  \A(.\A('.  W\'  know  many  families  are  available  to 
adopt  such  childr-en  if  the  birth  i)ai'ents  do  iiot  wish  to  provide  nurture. 

N'At'Al'  oj)pnM'^  the  langua^'i'  amending  the  "Findings  and  Declaration  of  Pur- 
\uvf  t.ir  Adoption  RefornA.  Secti(jn  litM.  7.  tanD.  as  inaccurate  and  judgemental.  Spe- 
(Mtic.illy.  wo  cannot  agr-ee  that  "infants  born  to  teenage(i  individuals,  and  unmarried 
paronts"  are  hy  dofir.ition  "in  serious  Jeopardy  and  tiiat  suc'h  infants  and  children 
ar<'  Ml  tu'fd  ot  placi'inent  in  permanent  atloptive  homes."  No  such  categ(u-ical  state- 
meni  ^an  lie  fairl>'  made  or  pro. en.  Not  all  teenaged  or  unmarried  parents  are 
nnabi«-  i«i  properly  care  tor  their  children.  Recent  studior.  by  the  Child  WVdfare 
L.-auoo  of  .\taor  ica  show  th.'»^  wUh  support  most  young  mothers  can  a.id  do  become 
-acct»->iiil  parent-  Sin«^le  starus  has  little  to  do  with  capacrty  for  parenthood.  Many 
a^iMKU's  now  wi'lcome  singles  as  adoj)tive  j)arents,  especially  for  waiting  children. 
.\-.i.n.  wo  Tjiust  point  out  that  the  hildr:  '!  of  teenagers  and  unmarried  parents  are 
net  children  \n  ho  generally  re(juire  specialized  adoption  services.  With  as  many  as 
con  pi  I 's  waiting  ti^  adopt  each  healthy  infant  or  toddler  available,  these  chil^'ren 
do  not  ru-ed  ;-f)ecial  federal  efforts  to  expand  their  ;ftlopTtf)n  opportunities.  We  sus- 
p.-t-!  tho  nK  lusirwi  (»f  this  unnecessary  language  spei.ks  more  to  »he  needs  of  a^,'encies 
who  havi-  fadod  to  ilnd  families  for-  the  har-d  to  place  youngsters  and  seek  jusiidca* 
tii.n  and  funding  to  n^turn  to  infant  j)lacements.  This  ill-advised  langu.ige  also  seeks 
to  priivido  a  mi-w  suj)|dy  of  infants  .  y  declaring  hat  all  such  children  are  "in  need 
of  pla-.-onii-nl  rn  perm.inent  adrjptive  homes." 
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What  ha-  li;.iM»'''»«''l  f»'(),M-:il  f'lM'us  on  tho  chiUlivn  who  truly  nml  our 

tirlp  the  hi'lph'ss.  hurtitm.  hoiiM'lcss  thnusaiids  whom  aueucies  have  iKnorccl  As 
cimUI  advocates  we  rmist  stroiiulv  resist  this  effort  to  place  their  ur^t-nt  need  or  a 
\o\'\n^'  lamilv  on  a  par  with  infant  placemenl  programs.  All  such  expansion  ol  the 
fiMiiin^s  and  purposes  of  this  litle,  with  the  exception  of  amendments  to  |)n)tecl  the 
ail()i)iii)n  opportunities  for  infants  at  risk  whose  parents  have  abandoned  them, 
must  l)e  n-jertetl  as  a  serious  diversion  from  our  nation  s  commitment  to  hard  to 
plare  children  in  the  foster  care  system.  • 

We  are  not  certain  just  what  "mechanism  for  the  l)epartment  ()f  Health  and 
Human  Service's  to  promote  (jualitv  standards  for  adoi)tton  services.  (Sec.  201.  L,  lA) 
i<  t'nvisioned  It  is  clear  that  adi)ptioii,  as  a  state  service,  is  regulated  throu^di  apph- 
cation  of  strict  licei^siim  standards.  The  Child  Welfare  League  and  other  or^^ani/a- 
tion<  havr  lon^  |)rovided  professional  standards  for  adoi)tion  and  thus  such  a  role  by 
HHS  mav  well  he  both  unnecessary  and  ineffective.  We^do.  however,  supi)(jrt  mclu- 
Mon  of  jHv^nancv  counseling  which  presents  ndoption  as  a  positive  alternative  as 
part  r)f  a  comprehensive  set  of  adoption  standards.  Should  MHS  continue  to  see  a 
need  for  federal  efforts  to  |)romole  quality  standards,  NACAC  strongly  suu^'csts  that 
adoptive  parents,  relimiuishinu  i)arents,  and  adoptable  children  themselves,  where 
fLMMble  he  consulted.  Current  professional  standards  and  practices  are  often  msxMisi- 
livr  to  real  needs  and  manv  so  called  i)rofessional  services  are  demeaning  and  pa- 
in.nizinK.  We  believe  a  lack,  of  confidence  ^in  a^'ency  programs  and  services  is  a 
oiajtir  fai'lor  in  the  i  .crease  in  inde|)endent  adoption.  •      i  i 

NACAC  i^  please' i  [o  support  continued  emphasis  on  the  need  ior  a  national  adop- 
tin'riVNcharmr.  as  stated  in  Sec.  21)1.  2.  lO.  We  are  proud  to  work  closely  Nvith  do/ens 
of  stat«-  and  ivuMonal  exchan^^es.  in  partnership  with  the  staff  of  the  Adoption  hx- 
chanire  m  Philadelphia.  Kxchan^es  and  photolistinu  services  provide  the  best  means 
availahl*-  ti.  l>-in^;  waiting  children  and  families  together.  There  remain  major  bar- 
rirrs  to  their  elfecliveness  however.  Because  exchanges  serve  mainly  a  clearing- 
h.ur<e  and  refrrra!  functii)n.  thev  cannot  directly  affect  placement.  Jurisdictional 
h  irrirrs  remair-.  a  major  problem  and  the  advocacy  role  of  exchanj^es  and  photolist- 
ini^  .rrvices  must  he' strengthened  and  sili)i)orted.  Cocal  agencies  must  recognize 
that  v^hen  ihi-v  utilize  exchangt's  and  i)hotnlistinii:  services  to  recruit  families,  they 
nniM  be  (.t>en 'to  shared  decision  making  in  placement  choices.  !n  too  many  cases, 
children  are  registered  and  recruitment  >ields  interested  families,  yet  no  placement 

'"Thi<'pr()hirni  is  directly  related  to  the  continued  difficulty  prospective  jiarents 
iac»-  in  .'ettim^  an  api)roved  homestudv.  A  recent  NACAC  survey  of  parent  group 
voiiinterr-^  rt-vealed  this  as  the  major  single  barrier  to  the  adoption  of  waiting  chil- 
dn-ri  It  i-  ni'arly  imi)ossible  in  some  places  to  obtain  agency  homestudv  service^.. 
Famili^-s  an.l  adoptable  childr'Mi  wait  because  this  basic  adoption  service  is  unavail- 
able I'\vn  with  an  approved  homestudv.  many  families  find  their  options  limited  by 
gt'ogr.iphic  barriers.  Many  agencies  will  not  share  or  explore  family  resources  out- 
ride tr.eir  jurisdiction,  no'r  will  they  permit  adoption  of  their  children  by  fami  les 
residing  in  another  state  or  county.  This  is  an  issue  of  agency  contn)l  that  unUer- 
miiies  much  recruitment  and  results  in  lost  adoption  opportunities  for  wiiitin- cnH- 
divn  In  Section  2<)2ib)(li  the  Secretary  is  required  to  'Veview  all  model  adoption 
Ifgi-iatiori  .  .  to  propose  such  changes  as  are  considered  appropriate  to 
adoption  i>pportunities  for  infants  at  risk  with  life-threatening  impairments.  While 
vvc  arr  svmi)athetic  to  concern  for  such  infants,  we  hope  the  review  will  not  require 
conu-nirig  of  anotlier  expensive  expert  panel.  HHS  regulations  on  this  issue  and  up- 
comaig  court  tests  should  provide  sufficient  guidance  and  protection  to  avoid  tur- 
tlier  infant  Doe  tragJ'dies."  •  c.,,;„„ 

Wt'  rcLiuesi  that  where  reference  is  made  to  adoptive  family  groups,  as  in  ^t'ttion 
"(r'ili)t'^>  and  Section  20:iibi  that  the  designation  read  adoptive  parent  or  family 
moup.^^  '\'hr  term  adoi)tive  parent  group  is  widely  recogni/.ed  and  understood  ib  the 
n.^ld  We  heheve  ibat  changing  the  designation  will  only  serve  to  confuse.  As  the 
national  adi.i)tive  i)arent  organization.  NACAC  and  our  local  parem  groups  (com- 
poM'd  ahnost  entirely  of  adoiHive  and  prospective  adoptive  families),  has  played  a 
key  leadershij)  role  in  promoting  adoption.  We  prefer  to  contmue  to  designate  our 
movement  with  i)rimary  use  of  the  term  parent  groups  ^     .      .  r« 

NACAC  applauds  eori)orate  efforts  in  offering  enii)loyees  adoption  benelits  l&ec- 
,,nn*-MK!i7M  We  have  worki'd  closelv  with  parent  groups  to  educate  busmc^sses  and 
rorporaiion<  to  this  need  an(l  have  shared  model  policies  with  several  hundred  (-m- 
plolers  during  the  past  th*-.  e  years.  While  such  programs  do  not  place  .^j^i' ^iren. 
thoV  do  e(iuali/e  adoi^icn  as  an  alternative  and  recognized  method  of  family  build- 
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Wi»  :ir('  (^|^>^i^Ml  to  llii'  usi'  ni'  liniitt'd  Irdcral  f'undin^^  for  jufoption  for  any  coiitinu- 
atuni  i»t  «d(orts  lo  ^tinly  "tin-  nature,  sc()j)(',  and  tdTtvt  of  j)laceniont  of  childrtMi  in 
adoptive  honirs  by  pi'isons  or  a^^'MiMes  which  are  not  licensed  by  or  suhject  to  re^u- 
latior^  hy  any  K*->vern  mental  entity.  inchidinK  the  h'^al  status  of  surrogate  pa  rent - 
in^i  "  liespected  researcher  William  Meozan  lu  .  already  published,  pursuant  to  this 
leMislatitni.  a  major  study  titled,  Adoption  Without  A^^'ncies.  Further,  such  inde- 
pendent |)lacement  alnn)st  always  involves  a  healthy  Caucasian  infant,  not  the  hard 
III  |)lace  chililriMi  lur  whom  adoption  opportunities  are  needed.  Surro^^ate  parenting, 
a  controversial  new  j)henomenon.  has  to  date  involved  less  than  200  couples  nation- 
wide, with  fewer  than  .")0  rejujrted  ailojJtions.  To  focus  on  this  very  rare  and  legally 
undellned  area,  when  funds  for  waiting  child reti  are  so  limited,  is  an  extremely  poor 
clioice.  NACAC  cannot  su|)|)ort  such  a  use  of  scarce  federal  resources  to  the  del  ri- 
inent  of  children  with  special  needs. 

To  summari/.e  our  concerns,  1  repeat  our  belief  that  ('on^rcss  and  the  ^       »  'ui 
peopli'  want  to  find  permanent  families  for  over  100,001)  waiting  adoptah' 
Such  children  will  not  bv  j)laced  through  advisory  committees,  le^islat-  ^ 
jido|)tion  henellt  pro^^rams.  federal  coordination  or  studies.  They  can  only  i  >e  *  ,  ! 
if  funds  ar'e  made  available  to  tlnd  and  supj)Ojt  adoj)tive  families. 

NACAC  recommends  that  funds  be  desi^^nated  to: 

1.  Increase  availability  of  adoj)tion  homestudies  for  parents  seeking  children  with 
spet'ial  needs.  Ts^of  innovat ive  methods  and  v»)lunteer  resources  should  be  encotn*- 
aued, 

li  Waitin^^  children  must  rereive  greater  visibility  through  support  of  the  Nation- 
al Adnjjtion  I'lxchan^^e.  Workers  must  be  trained  in  adoption  skills. 

'.y  Top  j)riority  nmsc  be  placed  on  serving  children  most  in  need  of  adoption:  Black 
and  Hispanic  younKsters,  school-aKcd,  mentally,  physically  and  emotional  handi- 
cajiped  chiUlren,  and  sibling  groups. 

•1.  Providi'  supjjijrt  for  the  volunteer  efforts  of  adoptive  parent  orf^anizations.  The 
federal  mini-Ki'^rits  sponsored  by  the  Adoption  Resource  Centers,  were  UKanimously 
voted  by  Center  directors  as  their  most  elective  effort. 

.">.  Seek  creative  ways  to  overcome  persistent  jurisdictional  and  Kt^oKraphical  bar- 
riers to  interstate  and  intrastate  placenUMit  of  children  with  special  needs. 

Ij.  Direct  challenKe  grants  to  j)ublic  and  voluntary  non-profit  agencies  and  orf,'ani- 
zations  with  the  sole  objective  bein^  adoptive  placement  of  a  specific  number  of  chil- 
(h'en  with  special  needs,  including  preparation  of  adoptive  parents  and  post- place- 
ment family  suj)fjort.  • 

We  dn  not  need  to  develop  new  federal  proKrams.  We  do  not  need  additional  re- 
cruitment techniques  or  service  modalities.  We  can  accomplish  our  ^oals  by  apply- 
in    what  has  already  been  desi^^ned. 

Lunited  funding  means  we  must  focus  strongly  on  outcomes  for  children.  We  must 
I )e  accountable  for  the  only  accej)tal)le  outcome— a  permanent  family  for  every  wait- 
ing child.  This  has  been  NACAC's  Koal  since  our  founding.  This  is  the  Koal  of  Title 
II.  P  L.  !)r)-j!iw;.  We  sincerely  hope  this  Committee  will  consider  carefully  our  recom- 
mendations and  concerns  in  li^ht  of  the  continued  unmet  needs  of  the  100,000  chil- 
dn'U  who  wait. 

Thar^k  you  fo'*  the  opportunity  to  testify.  I  am  deeply  grateful  for  this  direct  par- 
ticij)ati(Mi  on  behalf  ol'  the  thousands  of  fimiilies  across  the  country  who  share  our 
concern  for  wait ing  children. 

CHII.nKKN  NKKniNt;  PKKMANKNCY 

Approximately  Tr>l),l)OI)  American  children  are  presently  in  foster  care.  This  figure 
is.  at  best,  a  raw-  estimate— the  number  of  children  actually  in  the  system  is  not 
liellnitely  known.  Many  state  welfare  agencies  admit  they  are  not  able  to  keep  an 
accurate  count  of  t  he  children  in  their  care. 

The  number  of  foster  children  has  more  than  doubled  since  HHIO.  The  seeds  of 
welfare  dejH'ndency.  medical  and  p.sychiatric  illness,  and  even  criminal  behavior  are 
being  sown  as  children  move  from  jdace  to  place,  never  knowing  permanency. 

Recent  studies  of  foster  care  cases  reveal  that  •!()  percent  of  the  children  remained 
in  placi'ment  from  one  to  {"wv.  years.  Many  stayed  longer.  Some  children  have 
changed  toster  homes  up  to  IS  times. 

One  reason  for  the  frei|uent  transfer  of  foster  children  is  the  inadequate  support 
payriients  to  tlie  foster  family.  Figures  show  that  in  many  an^as,  kennels  receive 
more  money  to  board  a  dog  than  a  foster  family  receives  to  board  n  child. 

Yet  foster  care  is  the  largest  single  item  in  the  child  welfare  budget,  costing 
American  taxpayer^  over  ^2  billion  annually.  Of  nil  the  public  spending  on  children 
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lu  sulislilulc  \  'iit  s.  .ippruxitnalrly  i'T  (n'rvcnt  ^oi's  Id  foster  cari'  and  'A  jK'raMit  to 
assist  adopt ioti  siM  Vtrrs 

.■\(l()j)tion  is  cost  t'ttl'ctive.  Alxml  oiu'-thiid  of  tlir  foster  children  could  be  auoj)tcd 
if  harriers  were  removed. 

Kven  if  annual  ado|)tion  subsidy  of  up  to  was  provided  to  facilitate  the 

adoption  of  ID.IMU  aard-to.j)lace  children,  the  cuniulrif  ve  savings  over  a  ten-year 
peruHi  \v«)ul(l  be  billio/i. 

'I'lie  current  national  a(lo|)tion  proHle  includes  children  available  for  palcenient 
who  are  betwren  tlie  a^es  of' ♦!  and  IH.  About  DO  percent  are  n()n-\> liite.  Sonic  have 
physical  problems.  Some  have  emotional  problems.  Some  have  been  abused,  neglect- 
ed, or  abandoned. 

Foster-  care  is  j'dministered  i)y  overbun!  "tied,  jioorly  j)aid  staffs  that  are  often  j)ro- 
fessionally  unpr-e|)ared  and  ill-e(iuij)j)ed  to  legally  free  children  .v>r  adoption  ai:  '  to 
find  families  for  them. 

The  coiir'ts  also  bear  a  resjuinsibility  for  the  fact  that  children  sj)end  unnecessary 
years  in  fosttM-  care.  Severing  j)arental  rights  is  a  painful  decision  many  judges  hesi- 
tali'  to  make.  Thus,  the  axsr  dra^s  on,  and  youn^  childhoods  are  wasted. 

Kor  many  years  federal  aid  w  is  |)r-ovided  in  a  manner*  which  encouraged  keej)in^ 
diildren  in  foster  care  rather  than  offering  incentive  to  ^et  them  l)ack  int  their 
own  liomi's  or  placed  in  an  adoj)tive  h'^Tn<*.  A  nev-  law.  PL  l)(i-li7li,  the  Adopiion  As- 
sistance and  Child  \Velfai-e  Act  of  1!»SI),  j)i-omiseu  leal  rel<  -n  of  foster  care,  and  i\ 
op|)t)rtunity  lor  waiting  children. 

Ms.  WiNSLow.  i  am  Elaine  Winslow,  president  of  the  statewide 
oiKani/ation  ul"  Alabama  Friends  of  Adoption.  I  am  an  adoptive 
parent  and  the  mother  of  five. 

Alabama  FriiMuis  of  Adoption  is  a  nonprofit  group  whose  mem- 
bership consists  of  adoptive  parents,  social  workers,  foster  parents, 
and  other  child  welfare  advocates.  With  the  focus  of  adoption 
across  the  country  movin^^  from  white,  healthy  infants  to  the  adop- 
tion of  special  needs  children,  parent  groups  across  the  country 
have  sprung  up  to  help  lamilies  find  waiting  children  and  to  help 
waiting  children  llnd  permanency. 

I'resently.  we  are  involved  in  a  number  of  programs  which  are 
important  to  recognize  specifically,  because  many  of  them  were  re- 
gionally funded  by  the  Federal  Government  through  the  region  IV 
♦adoption  resource  center. 

»se  programs  include  providing  continuing  education  on  an 
ani  1  basis  for  foster  and  adoptive  parents,  social  workers,  law- 
yers, judges,  and  community  advocates.  We  operate  an  adoption 
hotline  statewide.  Families  can  call  in  and  find  out  about  adoption 
of  all  varieties  ol"  children,  and  we  try  to  channel  them  into  a  direc- 
tion. 

We  provide  support  and  backup  for  a  Wednesdays  Child  televi- 
sion program.  This  enables  an  ongoing  recruitment  program  for 
the  adoption  of  special  needs  children.  We  provide  statewide  cover- 
age and  support  for  exchange  books.  I  have  the  Alabama  book  here 
if  anyone  is  interested  in  looking  at  it.  This  is  an  excellent  recruit- 
ment"^  took  for  families  to  be  able  to  view  actual  waiting  children 
and  [)roceed  from  that  perspective. 

We  also  provide  team  leaders  and  parent  preparation  classes  by 
coleading  with  social  workers  the  adoption  preparation  classes. 
This  lends  a  little  credibility  to  the  reality  of  parenting  some  of 
these  challenging  special  needs  children. 

We  also  activelv  advocate  on  child  welfare  issues,  both  on  a  State 
and  national  level.  All  of  these  programs  were  originally  funded  by 
the  region  IV  resoi'rce  center,  for  a  total  of  just  a  little  over  $0,000 
over  a  :^year  period.  That  is  a  mighty  small  amount  of  money  to 


iinplcniriit  \vh;il   li:ivr  l)r('f)in<'  I'alluT  lar^e  positives  ibr  special 
needs  ehildren  in  oui'  State. 

With  ihc  phaseoul  ol'  the  re^,Mun  IV  resource  center  and^the  com- 
hininu  of  services  and  funds  to  the  Southeast  Resource  Center  for 
Children  and  Youth  Services,  no  funds  are  specifically  earmarked 
tor  losu-r  car(»  aad  adoption.  Consecjuently,  services  to  these  areas 
will  he  niiniscule. 

What  would  we  like  fioni  the  Adoption  Opportunities  Act/  We, 
too,  are  deeplv  concerned  ahout  the  newborn  infant  and  its  proper 
care.  Ilov*.'V(»r,  we  also  enlist  ytnir  concern  and  recognition  of  the 
fact  that  thei'e  are  presently  over  10(),0()()  special  needs  children  in 
this  countrv  waitin^^  right  now,  today,  for  a  forever  home. 

The  Adoption  ()i)portunities  Act  was  originally  intended  to  help 
these  wailing  children.  We  need  the  support  and  fiscal  vehicles  to 
recruit  families,  make  placements  and  provide  the  necessary  sup- 
port following  [)lacement  that  it.  takes  for  families  to  be  successful 
with  these  children. 

The  .<"■)  million  originally  intended  to  fund  this  program  is  cer- 
t.iinlv  needt»(i  to  im[)leme!it  such  adoptions.  The  adoption  of  chil- 
dn'M  with  serious  medical  and  emotional  problems  brings  extensive 
financial  costs  to  families  who  adopt  them.  These  children  deserve 
the  best  possible  medical  and  psychological  treatment  to  be  able  to 
recover  from  the  tiauma  of  being  lost  in  the  limbo  of  foster  care. 

The  medicaid  coverage  which  might  be  available  for  some  chil- 
dron  will  n(;l  adequately  always  cover  a  child's  medical  expenses. 
The  child  is  able  to  qualify  for  better  medical  coverage  as  a  loster 
child  than  as  an  adopted  child. 

From  a  purely  fiscal  standpoint,  it  would  appear  to  be  cost  eltec- 
live  to  place  children  for  adoption  and  continue  adequate  medical 
co^  .'rage  for  these  children.  Through  formal  adoption,  the  savings 
in  administrative  costs  ol'  foster  care  would  be  substantial. 

The  support  and  maintenance  of  such  organizations  like  the 
North  American  Council'^on  Adoptable  Children  is  crucial.  These 
are  the  verv  people  who  provide  the  tools  and  the  training  lor  lolks 
like  us.  volunteers,  who  are  out  in  the  community  implementing 
volunteer  programs  that  are  not  costing  anyone  a  cent,  and  we 
reallv  need  these  folks.  . 

Parent  groups  need  funds  to  begin  to  implement  some  ol  their 
vohuiteer  programs.  We  need  to  begin  some  sort  ol  program  which 
will  facilitate  the  actual  placement  of  special  needs  kids. 

We  have  a  lot  of  studies,  a  lot  of  counting;  now  we  need  to  get 
some  action.  We  need  the  actual  money  to  place  children,  perhaps 
in  the  form  of  challenge  grants  which  might  be  made  available  to 
provide  staff  lime  for  providing  postplacement  services  lor  chil- 

^  ^  In  Alabama  alone,  we  have  a  number  of  counties  where  a  family 
cannot  adopt;  there  is  no  one  to  do  a  home  study.  So,  they  could 
call  until  doomsday  to  adopt  a  l.>year-old,  a  12-year-old,  handi- 
capped, or  whatever,  and  they  are  not  going  to  get  any  service  be- 
cause there  is  no  one  out  there  to  do  it.  ,    •      i  • 

We  can  all  acknowledge  the  monetary  savings  made  in  placing 
children  in  permanent,  loving  homes.  But  we  also  need  to  realize 
that  To  percent  of  the  children  who  grow  up  in  loster  care  in  our 
w(»lfare  system  are  back  on  the  public  dole  as  adults. 
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St'vciil y-l'ivc  prit(Mil  (){*  ihcni  end  uf)  in  the  penal  system,  the 
vvell'are  systeii.  or  the  mental  health  system.  So,  we  are  not  just 
payini;  for  these  kids  now;  we  ar-e  paying  for  them  forever. 

So,  we  just  ur^'e  you  to  focus  your  attention  on  the  actual  place- 
ment of  special  needs  children  who  are  waitinj^'  right  now.  I  appre- 
ciaie  beinK  invited  to  testify,  and  thank  you. 

rrhe  prepared  statement  of  Ms.  Winslow  follows:] 

rHKlv\r:Ki)  SrATKMKNT  OK  Kl.AlNK  I*.  WlNSl.oW.  PH KS IDKN  T,  Al.AHAMA  KkIKNDS  OK 

Adoption,  Hikmincha.m.  Ai.a. 

I  am  Kl.iiin'  Winshjw,  INvsidorit  of  a  siatowidc  organization  known  as  Alal)ania 
Ki  M'Miis  1)1'  A(lo])ti(jn.  I  aril  an  adoplivr  [)aronl  and  mother  of  five.  Alabama  Friends 
<jf  Adnpiion  is  a  n()n-})rotll  ^rouj)  whose  membership  consists  of  adoptive  j)iri'ents, 
prn.spn  t ivc  .idoptive  parents,  foster  parents,  social  workers  and  child  welfare  advo- 
Liiifs  We  an*  pri-scritly  in  oui"  tlfth  year  of  operation  and  have  a  total  of  seven  oper- 
aiivr  >aii'llMe  ^roii|)s  ihrou^boui  Alabama.  Our  volunteer'  services  lo  children  and 
laniilii'."^  enci)ni|)ass  a  l)road  scope.  Acceptance  by  the  local  community,  welfare  de- 
partmenl>  and  private  ..doplion  agencies  throughout  Alabama  has  enhanced  our 
alnlities  tu  serve. 

The  fncus  oi' adojjiion  aci'i)ss  the  country  has  moved  from  white,  healthy  infants  to 
ihr  aiinpttun  ni  wailing  special  needs  children.  Special  needs  children  are  defined  as 
ininni  iiy  r  ;iri'  '-fi i Id ri'ri  of  all  a^es,  white  children  who  have  permanent  jjhysical  dis- 
al)ilitir<  and  nr  •.oriie  decree  of  mental  retardation,  members  of  n  brother/sister 
ur-nup  ol  thrN'«-  or  more,  or  are  teenagers  (especially  boys).  With  the  advent  of  fami- 
hes  adopiirm  cliallrn^inu  chiUlien.  a  critical  need  for  adoptive  jjarent  groups  has 
ev<j|ved.  Karjiilies  need  the  caring  supj)ort  of  others  who  have  exjjerienced  similar 
cfial!ftu:rs.  II(Tu-e.  Alabama  I*'riends  of  Adoj)tion  was  formed  to  help  families  find 
ehildrt-a  and  to  help  families  j)arent  effectively. 

Picsi-ritly.  we  an*  involved  in  a  number  of  j)rourams  which  are  im|)ortarit  to  ix-c- 
ni^rii/e  >pp*ci Ileal ly  because  many  of  them  were  originally  funded  by  the  fedeal  u^v- 
t-rtimeni  through  the  Region  IV  Adoption  Resource  Center.  These  |)njur<'»nis  have 
iricludrti; 

Providing'  continuing  education  for  foster  and  adojUive  jiarents.  social  workers, 
lawyrrs.  judges  and  community  advocates  through  annual  conferences  and  semi- 

nar<. 

OjR  ratini^  an  adoj)ti()n  Hot  I.ine  i manned  by  trained  volunteers)  who  disseminate 
prrtirient  adoj)ti()n  information  concernir^-U  alftyjjes  of  children  available  within  our 
stale  and  throughout  the  nation. 

PrnvidiriL,'  the  backup  sup|)ort  for  a  "Wednesday's  (/hild"  television  program 
which  fcatun's  waiting  s[)ecial  needs  children  on  a  weekly  basis.  This  provides  an 
fin  uoin^  recruitment  j)roKram  for  families  who  rniuht  ado|)t  s|)ecial  needs  chi Id n*n. 
In  .Mabama  over  the  past  two  years  VA'y  children  hav^  been  featured  and  of  those 
children  fiave  been  j)laced  in  an  adoj)tive  home. 

Providing  statewide  coverage  and  supi)ort  for  ICxchan^e  Hooks  (books  featuring 
wailiru:  s|)ecial  needs  children)— an  excellent  recruitment  tool.  Families  may  actual- 
ly view  b<»r)ks  with  j)ictun's  and  descriptions  of  waiting  children  available  for  adop- 
tion tlin)U|4hout  the  U.S.  They  may  then  i)ursue  a  sj)ecinc  child  for  juioption 
ihroii^h  proper  channels. 

Participating  as  team  leaders  in  the  jjarent  prei)aration  classes  offered  to  those 
families  interested  in  adojitinu  si)ecial  needs  children  (an  experienced  adoptive 
parent  as  a  co-leiider  of  these  classe.^  lends  credibility  to  the  reality  of  parenting 
some  of  these  chiillenuini;  children). 

Ail  of  these  j)rom-ams  were  funded  originally. by  the  Ke^ion  Adoption  Resource 
Center  for  a  total  of  .>').IM)n  ovt^r  a  three  year  j)eriod.  It  is  obvious  that  a  lot  was 
accom  1)1  i shed  for  children  families  with  relatively  small  monetary  outlay. 

IhAvever.  these  j)roKrams  cannot  continue  on  the  nicktils  and  dimes  that  adoptive 
parents  raise  at  Uiiniue  sales  and  craft  sales.  With  the  phase  out  of  Region  IV  Adop- 
tion Resour'ce  Center  and  the  combininL,'  of  .services  and  funds  to  the  Southeast  Re- 
source Center  of  Children  and  Youth  Services,  no  funds  are  specifically  earmarked 
for  foster  care  and  ado [)t ion.  (.'orLsecjuently,  services  to  these  areas  will  be  mini.scule. 
I  have  b(MMi  told  bv  an  advis()ry  committee  member  for  the  Resource  C'enter  not  to 
bother  to  applv  for  the  mini-grants  this  year  because  Alabama  Friends  of  Adoption 
has  already  received  monies  in  the  jjast  from  the  Adoption  Re.source  Center  and  will 
not  be  considered.  With  this  attitude,  the  potential  of  increasing  parent  and  fanaily 
uroup  involvement  in  special  needs  adoption  will  be  reduced  substantially.  Mini- 
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.•.t  in!  ^  Ml.  h  .1-  Al  l  )  \       ri^.'.l  itt  ilii-  i>;i>I,  i^iv  ;i.s>ist!irK'c  t..  v< jkintccrs  so  that  they 

Wli  »t  (in  VS.'  .»-k  ♦f>rii  \\u-  tr.|rr;i!  rrnMM'rit  aiul  rriori'  spcLil  Kally .  troin  t  lu' 
\(l<.))t';..M  <>n|...ii  -;utH'S  .Vt  '  W'r  aiv  (1im-|.!v  (.■orinTncd  alxmt  llic  ncwl)()m  inlant 
iii.j  it^  prniMT  hr..llh  fan-  Mowcvrr-.  \Kr  also  <'iilist -yoiir  coiRvrn  and  n-co^rnt lori  oi 
"thr  lari  ihai  th.'iv  at  •  ;Mvs»Tit  Iv  nviT  KiO.OlM)  spt'cial  nc<'(ls  chiJrori  m  tins  country 
u  iiTin"  l()I>\V  'or  !hr  f  jntvvl'r  horiic.  Tlu'  Adoption  < -•pportunilics  Act  was  (»rim- 
„  mi.-nd.  d  I  l-  'i-  rli.'.sf  waiting  fhildrt-n  Wr  n.-rd  'hi'  support  anil  the  liscal 
\,'.hu     '11  n-.-ruil  tauolir.s.  niak<'  j>laa'rnrnts  and  providi'  tlu'  necessary  support  tol- 

I.  ,um>'  pLic.'inrnt  lhal  it  lak<'>  lor  larnilh-s  to  he  successful  with  these  chddren. 

M  inv  ..I  the  chddnMi  \sr  ;ire  placing  lu  farnilws  otter  stiM-n  challenues.  I  resently. 
iti'tnv  tole  .1^  an  a<lo|'I'nn  consultant.  I  iacditav<'  a  post-placement  sui)p<)rl  urouj)  lor 
chihhvrj  and  tln-ir  farnilu'^.  The  ^roup  is  cornpose(.'  at  chddren  ot  yaryn^  racial 
iuck-founds  d)lack.  Caucasian,  .and  oriental),  children  who  have  heen  sexually 
ihu-'d  chddren  who  have  n"Ver  develo|.ed  a  moral  value  'system,  a  chdd  who  has 
hrrfi  in  a  p-vchiatric  h<.>pital  h.r  four  months,  one  child  with  c»'rehral  palsy  who  is 
ivlardrd  and  two  t.rothers  who  are  hoth  retarded  and  have  hehavioral  problems. 

II.  Kv  tanuiie.  lak.-  .ui  cluldr^-n  like  these  at  the  a^es  of  T,.  S  or  VA  is  an  amazement 
to  manv  Tli.-e  families  make  a  success  of  their  parenting  with  the  help  ot  post- 
pl.icement  -uppnri  T  .-s  is  t  ne  .nlv  urouj)  o"  its  kind  m  Alabama.  No  lunds  are 
.IV  idahle  to  prnvidc  :h;s  critical  service  elsewhere.  If  we  expect  lamilies  to  he  suc- 
^•.■•«•«luI  vv:i'i  these  difficult-to-parent  chililren.  we  must  seek  more  innovative  meth- 
ud    ..f  pinMihni^  help  for  these  children  in  their  new  famdies.  Locally  post-place- 

■.u[»p'>i  i  i;i'iup>  need  tt)  he  d<'Vel()j)ed. 
Idr  idoiMinti  n!  .  [nloren  with  serious  medical  .Mid  emotional  problems  Ijrin^^s  ex- 
i..ii^i\v  fifiatu-.a!  c(.st.s.  These  children  deserve  the  best  possible  nu'dical  and  i)sycho- 
l..mc  d  ii'-atm.-nt  availal  'e  to  rectiver  from  the  trauma  of  their  initial  rejection  and 
ph,-,.rnrni  m.  -hu  wrifar.-  svslem.  Ki'o-ral  subsidy  needs  to  act  as  a  supplement  to 
luiW  suhMdv  tn  li.dp  meet  a'  i  hild'.  specific  needs.  A  family  may  desperately  want  to 
•idupi  I  chi  d  with  severe  me.liea!  problems  who  is  presently  m  foster  care.  Hmvev- 
rr  ih.*  me.licaid  cou  raue.  which  mi^ht  be  available  for  some  children  will  not  ade- 

in  iirU  rnv.-r  the  chad's  medical  ext)enses.  The  child  is  able  to  quality  tor  heller 
in.Mlual  c.Acrai^e  a.s  .i  to.st.-r  child  than  as  an  adopted  child.  Kroin  a  purely  .:t:cal 
Mandpnint.  it  would  apjjear  to  be  cost  tdTeclivi'  to  place  the  child  tor  adoption  and 

.ontnrie  adecpiale  medical  overage  tbr  the  child.  Throu^ih  formal  adoi)lion.  the  sav- 

w  '^  in  adminislranvr  costs  of  foster  care  would  be  substantial 


The  support  aid  maintenance  of  organization^  iir%»-  .......  >  ■ 

„n  Xdopiable  Children  is  crucial.  These  are  the  jjeople  who  provide  the  tools  and 
•ho  uaimnu  for  volunteiM's.  such  as  myself  and  AKOA.  lo  do  the  work  lor  wailin^^ 
.-hddren  liat  is  so  cnticallv  needed  now  across  the  country.  Parent  ^^roups  need 
funds  to  ne  al)le  lo  imi)Ieinent  their  volunteer  programs.  Koremost.  we  need  to  bepn 
.nme  -ort  of  program  which  will  facilitate  the  actual  placement  of  these  special 
n.M-(K  kid^  We  do  not  need  anv  moiv  clearin;."  houses,  studies,  or  counlin^^s  of  chil- 
dtvn'  w..  are  aware  of  how  many  and  where  these  children  are.  We  need  actual 
monies  aijpmpriale.l  m  the  form  of  challenge  grants,  which  will  enable  a^^encies  to 
expand  >taff  time  placing  ami  providing;  ihe  post-placeinenl  services  for  the  adop  ion 
nf  special  needs  chilflren.  Our  focus  slu.uld  encomi)ass  the  actual  funds  to  place 
■Xnx'rica's  waiting  childien  in  permanent  homes 

h  ,s  critical  tn  recognize  thai  each  child  already  in  our  welfare  system  needs  a 
p..rmaiM-Mi  hnuvr  Manv  childrim  wait.  thn)U^;h  no  fault  of  their  own  unli  it  is  to 
Lite  in  tnake  chanues  in  th(Mr  lives,  Fottunat(dy.  others  chrnb  ou  of  the  system  and 
iM-mn  tn  thrive,  A  litvie  ^irl  nanud  Stephanie.  a^;e  T  was  adopted  by  one  of  ^'^r  tam- 
die.  over  a  vear  a^o.  Stephanie  is  sev.M'ely  crippled  by  cerebral  palsy  Her  mental 
capabilities  are  unknown.  When  she  was  adopted  bv  her  new  family  she  j»;};P'>. 
n>  a  stroller  her  eves  dartin^^.  not  uttering;  a  sound.  One  year  later  this  child  feeds 
her^'lf  walks  with  the  aid  of  a  walker,  is  be^^innin^;  to  use  lan^;ua^;e  appropriately 
and  with  a  bi^  l)ubblin^^  smile,  boards  the  school  bus  every  mornin^;.  Stephanie  is 
I,  J  in  the  lirnbo  of  f^)ster  care  a.^v  more;  she  is  alse  off  the  public  welfare  roles. 
Mcnv  importantlv.  sbt^  is  a  real  {jerson.  beloved  as  a  family  memfjer. 


like  the  North  American  Council 


-ion'  irnporianii V.  sin*  i>  .i  [>'.n  pi  i.-.v.u.  .....v'.v   

We  c  in  all  acknowledue  the  emotional  rescue  and  monetary  savinj^s  made  m  plac- 
ing clnldnm  in  peraianent  loving;  homes.  Not  only  does  this  plan  for  permanency 
r  dice  the  llsca    drain  of  loster  car(^  it  also  reduces  the  substantial  amount  ot 


n'diice  the    iscal  drain  oi  losier  cair.  ri  .iir^w  i^uLix^.,.^  .  .v  .^^  

nonev  spent  .supporting  these  children  in  adulthood,  it  is  my  undcrs  andmmha 
sonir'T.V;  of  the  chddren  who  ^;row  up  in  our  welfare  systems  across  the  land  end 


.-ionif 
up 


svslem  or 


'  ot  tnecniKiren  wnt»  ^io»  up  m  wl*.  ».vm...v   ^.  - 

,;ick  on  the  public  d.de  in  either  the  welfare  system   tiienlal  health  i  . 
ni.n  d  ^vsKmi  Surelv  it  is  adva.:::^i;eous  to  rescue  these  children  early  enou^;h  in  life 
I;o  that"lhev  miiiht'bave  the  opportunity  to  ^;row  into  productive  adults  in  society. 


■AVA 

•  Scnaioi'  Dknton,  'I'liaiik  you,  Ms.  Winslow,  and  I  certainly 
concur.  Aside  Irurn  our  duty  to  take  care  of  our  children,  and  par- 
ticularly our  special  neec.  one.  it  just  makes  fiscal,  monetary,  c^nd 
economic  sen^-'»  to  get  ther..  -Ho  a  real  adoptive  situation  as  soon  as 
possible*,  and  n  is  worth  Uu^  "  i  .estment  there  because,  otherwise,  it 
is  .i^oin^;  to  cost  vou  more. 

i  think  as  we  go  toward  ti  -  .ederalistic  approach  and  as  we  go 
toward  this  block  grant  thing,  v  •  ure  going  to  have  to  continue  to 
make  manv  adjustments  in  the  -.^x'tion  of  recognizing  where  the 
monev  is  actually  invested,  not  s^;.  r  nd  that  the  investment  is 
bound  to  accrue  dividends,  such  as  1:  =  "eld,  and  I  will  be  a  pro- 
ponent ibr  that. 

At  :  '^(niring  this  subcommittee  hel  i  :.  -'Vks  ago,  Mrs.  Rossow, 
an  ado  "  parent  of  several  handic-^?.  •  c  hildren,  discussed  the 
potenti;/      ojK't  of  parent  supF^ort  g  '  '  •.    -.nles  or  single  par- 

ents who  v,  vi  birth  to  an  impaired  ■  :.  I'i  ^:       ho  ure  in  the  proc- 
ess of  mal-'T-L'.  .  -Jpcision  on  the  futi-M"  h  -ju-  •  i.in^ 

I  think  th.  -.  ept  has  potential  <•  ■  '  ^iy  «d  h  .e  .0  s^.^e  a  system 
(if  this  kind  (l(  ^\-<;  ped.  Do  you  feel  t'.at  ^^.pport  .^rouj.s  ul  this  kind 
can  f)o  of  hei,-  :  •  .  h  parents,  and  \-\^^A  leasible  system  could  we 
establish  to  1:.  .  v  prompt  accessibility  to  sucii  -upporl  groups? 
(\)uld  .<uch  s :  ■  groups  avail  th'^iViselves  of  fiinding  under  the 
Adoption  ()p|  '  i  -'ii^-ies  Act? 

Ms.  WiNSi.JW  Vivtl  of  all,  I  think  that  adoptive  parent  groups 
can  be  helpful  m  tl.ar  respect.  We  receive  a  numbor  of  calls  weekly 
from  uirved  w">men  v,ho  are  thinking  about  giving  up  vheir  babies 
for  adoption,  a!;o  older  children  who  would  just  like  to  tcik  to 
somebodv  who  is  an  aaoptive  parent. 

How  we  implement  the  support  process  is  going  to  take  a  little 
bit  of  lunding' from  sonieplace.  It  would  be  nice  if  part  of  it  came 
from  the  Adoption  Opportunities  Act.  I  think  as  adoptive  parent 
groups  get  more  public  recognition  by  both  the  media  and  public 
and  private  agencies  acro::--  the  country,  they  can  then  serve  in  u 
b»*oader  scope. 

Senator  Dknton.  I  am  not  that  familiar  with  the  vernacular  ot 
ail  (^f  this,  but  does  *  parent  support  group"  mean  people  who  have 
adv^-^'^'d  children? 

M.S.  Vv':.MSi.()W.  Many  of  our  members  are  adoptive  lurents  or  pr  ^- 
s[)ective  aHopiive  j)arents.  We  also  have  social  and  welfare  

Senator  Dknton.  But  what  M^s.  Rossow  meant  was  parents  w.-o 
have  adopted  handicapped  or  special  needs  children  and  thei:* 
going  to  t\  couple  who  has  just  undergone  the  traumatic  experience 
of  giving  birth  to  a  child  with  a  substantial  handicap,  deformity,  or 
s{)mething  like  that,  and  by  their  early  intervention  and  empathy, 
not  only  les.^ening  their  pessimism  about  having  that  experience 
and  what  it  means  in  the  f^j^ure,  but  preventing  them  perhaps 
from,  you  knov,  giving  permission  for  pos^Ci^erative  procediires 
that  could  be  lifesavi  ig  or  to  just  sort  of  ab.r.idon  the  child  later, 
where  they  would  become  one  of  these  spec'  -!  needs  children  out 
there  that'vou  have  to  place. 

Is  there  a  great  deal  of  efficacy  to  getting  support  groups  like 
that,  parents  who  have  adopted  or  raised  handicapped  chib  ren,  to 
talk 'to  these  new  parents  very  i  arly  on  before  they  reach  some  de- 
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nsioiis  that  tlu'\  niii'.h     r^nM  lat^.T  or  rni^^ht  be  unrorlunate  for  so- 

.\is.  WiN'si.ow.  I  ani  unaware  ot"  any  specific  program,  but  I  feel 
.sur-'  that  there  are  a  number  of  contacts  throughout  community 
servic^>  that  are  avaih^ble  to  famUies  who  might  want  to  seek  par- 
ticulai.  >|,'"citic  information  on  |)articular  medical  problems  that 
their  hild  might  have  and.  in  turn,  make  some  very  important  de- 
cisions. 

Senator  Dknton.  I  was  trying  to  find  out  if  it  would  be — I  am  not 
asl'.ing  wliether  or  not  such  a  system  exists  out  there,  I  am  asking 
how  valuable  it  would  be,  and  there  were  a  lot  of  people  nodding 
thai  it  wou^d  be  quite  valuable. 

Ms.  K'.VNX.  i  wond^M'  if  I  might  offer  a  thought.  Senator  Denton. 

Senator  Dk.ji'on.  Sure. 

Ms.  Ki.vNN.  I  think  it  could  he  very  valuable,  and  have  reen 
some  oi  tiiis  kind  of  effort  made  in  some  communities.  I  can  re- 
memlier  visiimg  in  Kentucky  a  year  or  so  ago,  where  th*  )ugh  one 
of  the  local  agencies  which  had  ii  pregnancy  counseling  program, 
and  also  soiiie  kind  ol  a  special  effort  made  with  families  who  do, 
in  an  unexoected  way,  deliver  a  handicapped  or  retarded  child, 
They  brought  in  routinely  to  the  unmarried  parents,  adoptive  fami- 
lies for  ihfm  to  see  and  know  and  hea*"  about  adoption,  which  so 
ollen  tf^ey  do  no'  hear  enoiigh  about,  and  not  only  to  hear  about  it 
in  a  general  seiiSe  from  a  social  worker  nr  a  nurse,  but  to  see  and 
hear  about  it  P'om  a  parei;t  who  has  done  it, 

Sin.ilariy.  \n  at  m  ist  one  case  I  heard  about,  they  did  have  an 
adoptive  iiare.it  go  in  a.  1  speak  with  a  woman  who,  with  her  hus- 
band, had  just  given  birth  2  days  before  to  a  child  with  some  very 
serious  physical  defects. 

in  this  instance,  they  were  considering  lifetime  institutionaliza- 
tion for  tlie  voiv  gstcr,  .  id  the  woman  who  vas  the  adoptive 
motlu'r  of  sever;  very  handicapped  youngsters  went  in  and  en- 
ct)uraged  them  to  cf-nsider  adoptic  as  a  better  choice  for  the  child 
and  as  a  ihoice  liiat  wouid  give  them  a  sense  of  having  really  done 
some  good  in  the  child's  life. 

So.  1  thinl.  that  \\hile  we  have  seen  a  few  o'  t  iese  example:;,  it  is 
an  area  that  could  be  ex'  'ored.  And  the  value  of  the  personal  con- 
nect i^n  betwcL-n  par-^nts  ;mj  have  chosen  to  raise  these  more  diffi- 
cult youngsters— thv  'iind  <  '  support  that  they  can  give  to  both  un- 
married parents  as  well  as  couples  who  nuiy  find  themselves  in 
that  position  of  decision,  I  think  could  be  very  valuable. 

Senator  Dknt(^'>j  Well,  1  ':;ay  to  the  community  of  you  out  there, 
if  we  were  to  impL-me^  *  a  -  jgulaiion  which  disestablished  pa.'-ental 
rights  :\V  the  p*oint  a.  hid'  the  parents  decided  to  end  th^^  life  of 
the  child  by  denving  such  and  such  a  postoperative  procedure 
which  was  justiiieu,  tjien  you  would  have  on  your  hands  a  special 
needs  baby. 

Ms.  Flynn.  ThLit  is  right. 

Senator  Dknton.  you  can  get  to  .hose  people  early  enough,  you 
will  not  have  on  yovv  hands  anoiher  special  needs  ba'.;'  ibr  adop- 
tion. 

Ms.  Fi.VNN.  That  certainf  -nay  be  the  cas'- 

Senator  Dknton.  So,  if  y-  i  will  help  us  rcinember  that  and  find 
a  way  to  get  it  into  the  bill  Without  hfing  intrusive  or,  you  know. 


\ni\  brotlicr  much.  \\r  would  apprwialc  il.  Thank  you  very 
nnu'li. 

W'v  have  questions  tVorn  Senator  Dodd  for  the  record,  and  we  will 
l)e  asking  you  two  to  answer  them  when  you  receive  them. 

I  li;iv«'  Irarned  a  .u'reat  deal  IVoin  this  heariii.u-  and  from  this  series,  i 
iiav.-  {i>  admit  t  liat  m\-  (►wn  attitude  toward  th(*  hl(\ssiny:s  to  he  gained 
hy  adopt  in^^  a  special  needs  child  has  certainly  ),a-own.  It  has  be(»n  a 
ivniarkahlc  experience  for  me,  and  each  of  yon  has  conlrihuted  to 
t  liat  and  1  admin*  you  very  much. 

Ai  this  point  1  ordei'  printed  all  statements  ui'  those  who  could 
n(n  attend  and  other  pertinent  material  submitted  for  the  record. 

!*rhe  maleri.il  referied  to  follows;] 

I'HKI  AKKlt  S  lM  f-  MKM  MK  I  lorK  MaKINDIN,  ('H AIRMAN.  (.'oMMI  ITKK  KOH  SiNta.K 

AnorrivK  I'akknts 

Til. ink  M  u  Inr  ifir  »»|i|M)rOiriily  t^ivrr)  us  [n  siihrntt  ;t  stiiti'iiu'iit  nri  jjos.sihle  arncnd- 
rnriit.-  In  the  .\ii(>j)in)n  H<'li»rrn  Act  Df  ll>7s. 

Thi-  ('•iinnuitrr  i.-.  ;i  riatu)nal  irilDrmation  sfrvin*  for  UMrnarri«'<l  individuals  scck- 
ifii;  1,)  her. Ml). •  r.tniilirs.  !»>  ado|)nnM  As  lioth  our  records  and  in(li*|)ond(*rit  surveys 
h.r.'-  -^Iinwh,  III.'  i;ri*al  fnajnrily  (if  sulIi  ptTsuMS  jirc  in  tficir  thirties,  witfi  sta[)lc  ca- 
M  i  r-  ifHl  rmiMli- <.  |;is>  inronics.  in  \hv  "liclpiii^'  |)r<ifi*ssi()ns"— soci.:l  work,  teaching. 
?|u-f;,p\  ;if.l,'  ;ind  "-ai^rr  to  provide  a  I  viim  lionic  for  a  chWd.  We  join  tfic  other 
;ulnptinn  r-'l.ii.'d  L:r(iup-  in  our  helief  that  every  child  deserves  a  loving.  |>errnanent 
hiinie  :inii  .mm  lii'l  one. 

Osrrw  h.  iinuu'.U  .  the  t  hildn-n  you.  aM»l  we,  are  corK-eretul  with  are  in  puhlic  care, 
alnio-t  alw.iv->  plariMj  with  j.isti-r  farnil res,ratlu'r  than  in  |)uh!ic  institutions.  As  he- 
u\i  >'r,  r.-^i.ir.i'.h-n  of  thr  natural  laniily  and  i)lae<-inent  with  a  u<-w  ado|)tive  i)arent 
-It  par«Mir>.  wi-  -;iv  onlv  that  a  loving,'  perrnaaent  lainily  of  eitlier  kind  is  infinitely 
pref.-r.il.l'-  lor  \  \u'  -;iipport  tif  the  child,  to  the  lon^  t<'rnporariness  of  foster  care.  As 
an  a<i"ptiVf  parrtit  urtpup.  we  do  leel  that  the  child  dr-.rrv<'s  a  deadline  after  which 
■A  ri«-ciM(in  tnu-T  hi-  inadi-  helween  one  type  of  perinaneiu  family  and  another. 

I'ar.  tii-  !or  t he.^e  childn'ri.  and  the  children  need  parents— couples  or  single 

p.-npl..  Whv  .  an'l  thi-y  In-  cornhiru-d',*  We  helieve  that  it  is  hecause  of  harriers  in  the 
>\-tri:j  or  ilrhl"-ratr.  thouuh  lu-ni^Mdy  intended,  failure  [o  |)hice  thi-ni. 

SVSTKMIC  eH(.ill.KMS 

M.tir.  pid)hi-  i  tnld  w.-lfare  svstmis  d.)  not  know  where  their  chiJdren  are.  or  .vhat 
Mini  i>  in  lerin-  of  emotional  or  mental  health.  Although  there  is  su|)|)osed 

in  hr  .1  ircnnl  and  a  p«-rinanent  phm  for  <*ach  child.  t(M)  often  this  re(]uirement  is 
tninnred  in  thi'  lin-ach  It  is  i-asier  to  place  the  child  in  foster  care  and  then  leave 
Mini  or  hi*r  ihi-re  Ini-rtia  takes  over.  1'he  foster  parents  may  he  provided  with  the 
.ivaiiahli-  pulWic  >ervit-e>  pavuH'nt.  Medicaid-funded  medical  care,  clothing  <\inus. 
.•If  U\  Mir  separate  and  appropriate  parts  of  the  puhlic  agency,  and  the  individual 
r.i-^o  unrker  rnav  have  a  file  on  the  child,  hut  no  effort  is  made  to  pull  information 
n.u.Mhrr  with  thi-  ^oal  n\'  rettuaun^'  the  child  to  a  permatient  family.  And  the  longer 
th.'  rhihl  r.'m.iin-  m  foster  care  the  less  likely  it  is  that  the  puhlic  agency  will  see 
tile  child  .idiiptahle. 

Vet  thrrr  arr  public  a^eiui.-^  that  iirv  dev<-lopam  excellent  trackin^^  and  reminder 
^y-ti-ni^  automated,  that  are  k»-ved  to  permanent  placement  of  their  foster  care 
chjldr<-n  T.-\  i>  has  one.  1  understand;  the  DC  Department  of  Human  Services  is 
>.ettinu  onr  up  Our  first  su^^e.stion  is  that  such  examples  he  shared  with  all  puhlic 
>.ni-ia!  -rrvice  agencies,  ami  that  some  financial  and  informational  assistance  he  pro- 
vKied  to  other  -tat*'-  and  juris<lict ii^ns  to  ent^oura^e  them  to  adopt  one  or  another 
>m  \\  ,-v-tem  I     u     1  ♦ 

.Si*c(jndly  tliere  are  excellent  ado|>tij)n  informatn)n  exchanges  and— thanks  to 
Cenuress  *  now  a  , National  Adoption  Kxchan^e,  uettin^  started  out  of  PhiladelphuL 
(*Min'f<-.ss  intelluM-ntIv  provi.led  that  the  prospi'Ctive  family  could  re^^istor  itself  with 
tlie  kxchan^e.  rather  than  relyinu  on  its  agency  to  re^Mster  and  follow  up.  Wc  have 
finpe- fur  tins  new  I'Aihanm'  ...    -  ,     .rr  i. 

'rh<'  ticket  of  admission,  however,  is  the  "home  study,  and  it  is  intensely  diHicuit 
and  time-consuming  for  hopt-ful  coU{)les  and  individuals  to  ohtain  this  assessment  of 
tluMr  ^rneral  jMJiential  to  he  loving,'  and  capahle  parents.  IVovidin^  this  service  is 
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Invv  nil  till-  piiKiitv  lu.!-.  1)1  piihlrr  aii'.l  privjiti'  a^cncii-s.  cvrn  lliou^^h  it  is  thi-  ahso- 
hitt'iv  inilispi'i.s.ilili-  !ii-t  st»'|)  Id  ;ii|iH'iioi,  of  any  fhild. 

Wi  lu-lri'Vi-  iIh-  !•»■;-•  I  IS  iiul  SI)  imirh  tlu-  ovi'i'workcd  slat'C  Jis  usually  slalcd.  but 
••vnn-'iMM.  based  <m  \hr  iiihrri-nl  imi)()ssii)ilily  of  making  such  an  assi'ssnn-nl  corivcl- 
ly  -of  iiifalliblv  pn  lin^  vs'ho  is  or  isn't  ^oin^  to  be  a  «ood  slabk'  paronl.  I  he  proof 
uf  iliis  IS  thai  no  lur.sdicl'inn  rcvllv  trusts  the  honu'  studies  conducted  by  any  other 
lirns.lK-ti..ii  We  tl'll  our  men'/-  r<  that  if  they  find  a.child  they  really  want,  in  any 
111  ibe  Kxi-hat>K*'  l>ooks.  to  ^o  p<TSonally  to  the  jurisdiction  with  custody  of  the  chdd 
arui  "m'H"  themselves  to  the  child's  caseworki-r. 

'In  expect  otherwise  is  to  place  too  much  weight  on  what  is  actually  a  very  subjec- 
tive test  'I'hf  iitihtv  of  the  home  studv  is  really  just  to  wee(J  out  the  crazies,  and  we- 
sUKKi'st  that  It  he  lor.ked  at  m  this  lifiht.  It  takes  imly  one  bad  assessment  to  laake 
almost  any  ai^ericv  pull  m  i  s  head  and  all  four  feet  and  decide  to  be  a  turtle  f'om 
then  on.  the  out'cimie  is  that  the  ^ate  shuts  for  hundreds  of  families  becaa-*-  a 
vvr»ini:  pr<Mlirt ion  was  made  :br  one.  •  ,   ,  .        ,•  i 

Our  second  su^^estion  is  that  agencies  be  directed,  and  possibly  aided  by  a  little 
fumlin^.  to  make  ihi'  home-study  ^ate  easier  to  open,  and  that  less  formal  reliance 
hi-  placed  on  this  tool,  hecause  agencies  are  encouraged  to  supplement  it  with  other 
ti-<t>^  or  methods.  As  examples,  we  have  in  mind  the  Kroup  approach,  one  worker  to 
live  applicant  families;  better  still,  a  ^roui)  guided  jointly  by  a  worker  and  an  adop- 
tive parent  m'oup.  such  as  has  been  introduced  by  Families  Adopting  Children  hv- 
.■rvwlu-re  iFACIv  m  suburban  iMaryland.  The  study  can  be  supplemented  with  self- 
.•vannonu'  iim/./i  s  and  professionaUy-written  tests.  A^;ain.  we  ur^e  that  a  mec-ha- 
insm  bo  rh'-vrlopr-d  tr.  tr-U  other  public  agencies  about  such  innovations  and  how  they 
\vi)rk 

DKI.IHUKATK  KAlI.UKK 

With  no  ill  intent,  manv  agencies  and  their  caseworkers  are  certain  in  their 
luMrts  that  nK)st  i>f  their  waiting  children  are  not  adoptable.  They  are  minority  chil- 
divn  in  an  area  where  that  minority  is  small.  They  are  retarded.  They  are  heavily 
handicapped,  physically  or  emotionally.  Or  they  are  just  too  old— often  because  they 
have  been  in  foster  care  for  so  many  years, 

Bui  adoptive  parent  groups  and  adoption  exchanges,  and  S(mie  ma^^nificent  net- 
works like  Aid  to  Adoption  of  Special  Kids  (AASK)  and  the  Family-Building^  by 
Adoption  m'oup  of  agencies,  have  proven  time  and  time  a^ain  th:u  this  is  not  true. 
Some  breathtaking  placements  have  been  made. 

In  this  Cominittee's  experience,  for  example,  for  the  ten  years  that  we  have  been 
m  cxi^^tiTuv  we  have  querii'd  peoi)le  as  to  whether  they  would  accept  hard-to-place 
chil<ln-n  and  if  so.  wnat  kind  of  handicap  they  could  work  with.  By  a  mar^nn  of  two 
!(»  one  Ihev  have  said  that  a  handicap,  usually  physical  or  emotional,  is  acceptablt'^ 
In  the  majoritv  of  cases  these  individuals  will  accept  school-a^e  children,  and  a  solid 
propi.rtion  would  prefer  them.  A  racial  difference  almost  always  makes  no  emotion- 
al difference  to  the  prospective  parent,  and  at  least  one  «ood  study  (that  of  Dr. 
•Joyce  Ladner  of  Howard  University,  author  of  Mi.xed  Families),  has  shown  that  chil- 
dri-t^  in  trans-racial  placements  do  not  suffer,  despite  earlier  fears. 

Our  third  suk'^e^ticin  is  that  agencies  be  encouraged  to  open  their  doors  to  untra- 
ditional  tvi)i-s  i)f  fam'lies  and  unt raditional  means  of  reaching  them—networks  of 
church  m'oeps.  a  paid  Child  Advcicate.  recruitment  by  adoptive-parent  groups.  h\- 
hortatii>n.  i-vcn  by  Conrn'ss.  won't  do  it  alone.  Cive  a  financial  reward  for  innova- 
tion -  a  1.  )unt  v  iiV  a  b.  lusl 

Our  fourth' su^^estion  runs  tiTr<)U^^hout  our  statement —communicate.  Agencies 
can  t  copv  what  thev  don't  k-   w  about.  Direct  the  I)ei)artinent  of  H^'alth  and 
Iliai'  ui  Services  ti>  set  "p  a  re^  dar  channel  of  information  to  all  public  child  wel- 
,  farr  n^i'nca.'S  in  every  ^  i  .kte.  ,  i  •  ♦u 

Lastlv.  Stoj)  "studviri.  '"  stop  "reviewing."  stop  ■'analy/in^^.  and  start  serving  the 
chiidn-n.  Tut  most  of  >our  ^'J.  million  into  rewarding  innovation,  and  the  rest  into 
makink' sure  the  Wi)rd  m-ts  out.  ^ 

Vou  are  understanda^lv  concerned  abou.  conserving  domestic  spending.  I  lease  he- 
lieve  all  thi-  child  advocates-children  need  families;  they  don't  need  more  studies. 
Kamihes  are  at  once  the  most  efllcient  and  the  most  economical  way  to  help  chil- 
dren. 


I'KKi'AitKi)  Stai  kmi  n'i  tu-  Vir«iiNiA  Tmomas  Austin.  i*ifni.ic  Policy  CuAi.'tMAN.  Tiik 
Association  ok  .Ji:niok  I.KAct'Ks.  Inc. 

The  Association  of  .Junior  Leagues  appreciates  this  opf)orluiiily  to  present  written 
testitnuiiy  in  supp<jrt  of  the  reaulhoriziilion  of  the  Child  Abuse  Prevention  and 
Treatnient  and  Adoption  Reform  Act  of  P.)7S.  The  Association  of  Junior  Leagues,  an 
international  women's  vohintary  organization  with  approximately  M2.(H)I)  individu- 
al nicnihers  and  'SVJ.  nietnh<tT  hcaf.(ue.s  in  the  United  States,  promotes  the  solution  of 
eonuininity  problems  through  voluntary  citi/.ert  in  vol  vt-mei  it—including  direct  serv- 
ice ppivision  and  fund  raising  as  Wfll  as  advocacy. 

The  Association  and  the  individual  Junior  Leagues  have  a  longstanding  interest 
in  children's  issues  in  genera!  an(J  ciiild  ai)use  legislation  in  i)articular.  The  Child 
Abuse  Prevention  and  Treainienl  Act  is  a  high  priority  for  the  Association  this 
yrar.  This  testimony  provides  background  information  about  the  involvement  of 
Junior  Leagues  in  children's  issues,  particularly  child  abuse  and  neglect  ^nojects, 
summarizes  League  support  for  child  abuse  i)rograms  through  public  p(»'  -tivi- 
ties  and  identifies  the  Association  position  regarding  S.  1(>0){. 


JCNIOIt  I.KA(;UK  1'KO.JKCTS  INCI.UIMNC,  CIIILDHKN 

A  ri'cent  survey  in  which  Junior  Leagues  were  asi<ed  to  identify  program  art-as  of 
inirrest  sh()w<-d  that  ;nore  than  half  of  the  211  resjwnding  Leagues  were  interested 
ni  cloldrcn's  progran^^;  their  interests  were  concentrated  on  child  abuse  and  ne- 
glect, child  cart',  and  advocacy  in  sui)port  of  improved  services  to  children.  Other 
topics  identified,  wfiich  involve  children's  interests,  include  domestic  violence,  par- 
rnliim.  ti'ona^i'  pregnancy,  substance  abuse,  and  youth  progranis. 

In  IDS  I  sij.  Junior  Leagues  reported  involvement  in  l,7-l()  i)rojects  and  expendi- 
tures of  .>7,I:^'^'J(;^^  on  c(Mnmunity  activities-.  Many  of  the  projects  focused  on  chil- 
dren's issues.  The  following  table  provides  an  overview  of  project  areas  involving 
children's  i.ssues. 

JUNIOR  LEAGUE  PROJECTS.  1981  -82-~BY  PROJECT  AREAS,  WHICH  INCLUDE  CHILDREN'S  ISSUES 


Pioiects        money  sptiil 


CM^!  v.i:Vi  ,n.;  33«  $1,093,072 

:>i'>;^r>-  12  292.518 

f'i''*''''                                                                  ...  217  538,007 

H.viHf       wMi  wr.r,  457  1.040.878 

.  1.084  2,964.475 


.H'NIOK  I.KA(;l;K  I'L'IILIC  akkaihs  activitiks 

A  recent  C(jni[)ilation  of  all  pul)lic  affairs  activities  of  the  Junior  Leagues  identi- 
fied iniM'e  than  Mnd  public  affairs  activities  involving  children's  issues  (nearly  oO  per- 
cent nl  .ill  public  affairs  activities  in  which  L(!agut  participated!.  Leagues  were  in- 
volved in  child  welfare  issues  such  as  adof)tion.  fost  .»r  care»  and  child  al)use  and  ne- 
glect, child  care;  juvenile  justice;  public  schools;  and  teenage  pregnancy,  among 
olfiers 

CIIIM)  AIRJSK  and  NKia.KCT 

During  I'.tM -.^Li.  »",.")  Junior  Leagues  reported  involvement  in  7(1  projects  directed 
tt)ward  the  pri'venlion  antLor  treatment  of  child  abuse  and  neglect.  During  this 
same  [H't'iod.  Junior  Leagues  contributed  ai)i)roximately  .$I<20,(}()().()0  to  these  i)ro- 
grarns.  In  addition,  almost  700  Junior  League  members  were  working  with  other 
cf)nnnunity  volunteers  and  pn>fessionals  in  many  local  agencies  administering  and 
implementing  services  in  this  area.  These  i)rojects  cover  a  wide  range  of  programs., 
including  emergency  child  care,  parent  counseling,  self-help  groups,  hotlines  and  re- 
search activities.  At  least  I'J  Junior  Leagues  were  involved  in  guardian  ad  litem  and 
court  api)oirited  special  advocate  i)rojects. 
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M;jn>  tlulii  and  ru'^'li-ci  proji'Cts  were  impltMiK'ntcd  throuf^h  collaborative 

t'fforls'belwt'fn  Junior  Ix'a^'uus  and  other  or^'aniwitions.  Lca^'ues  worked  in  coopera- 
tion with  local  a^'encies  including'  hospitals,  schools,  youth  groups,  libraries,  and 
t)thcr  community  ^'roups.  Junior  Lea^'ues  also  collaborated  with  local,  state  and  fed- 
eral ^^ovt'rnment  agencies,  police  departments  and  courts. 

Suur  its  enactment  in  \\)1A,  the  C'hild  Abuse  Prevention  and  Treatment  and 
Adoi)i5on  Keform  Act  has  served  as  a  catalyst  for  Junior  Lea^'ue  activities.  For  in- 
stan»-e,  a  Flt)rida  initiative  in  support  of  state  lej^islation  to  establish  a  ^'uardia-^  ad 
litem  pn)^Tam  was  launched  to  brin^'  the  state  into  compliance  with  the  federal  law. 
Manv  Junior  Lea^'ues  also  have  assisted  in  the  development  of  F'a rents  Anonymous 
chapters  and  w()rked  for  the  passa^'i?  of  child  abuse  reporting'  laws  in  their  states. 

The  Ass(K'iation  also  collaborates  with  or^'anizations  at  the  national  level  in  sup- 
port of  pro^Tatos  to  prevent  child  abuse.  It  is  a  member  of  the  National  Child  Abuse 
('(ja lit  ion,  a  ^Toup  of'  20  or^'a nidations  formed  to  support  the  reauthorization  of  the 
Child  Abuse  Prevention  and  Treatment  and  Adoption  Reform  Act.  and  will  co-spon- 
sor the  Sixth  National  Conference  on  Child  Abuse  and  Neglect  in  Fialtimore,  Sep- 
tember *J«;'*J>.  l!)s:{ 

IMtOJKCTS  KKIJKTKI)  TO  AIXJl^TION 

Junior  Leagues  and  State  Public  Affairs  Committees  (SPAC's)  also  have  played  an 
iw\\\v  role  in  >upi)(jrting  the  expansion  of  adoption  opportunities  for  hard-to-place 
chddren  Junior  Leagues  in  several  states  played  a  key  role  in  obtaining  passage  of 
subsidized  adoption  programs,  and  Junior  Leagues  across  the  country  joined  the  As- 
sociation if^  advocating  for  the  pa.ssage  of  the  Adoption  Assistance  and  Child  VVel- 
fare  Act  of  1*.<S0.  Junior  Leagues  and  SPAC^  also  have  suppcjrted  specific  adoption 
projects  in  five  states,  providing  volunteers  and  more  than  $:iO,000  in  program 
funds.  In  addition.  Junior  Leagues  have  been  involved  in  public  affairs  activities 
specifically  concerning  adoption  and  numerous  related  public  issues  such  as  perma- 
tu'ncy  planning,  foster  care  review  boards,  court  appointed  special  advocates,  and 
guardian  ad  litem  projects. 

SL^ProUT  KOIt  UKAUTHOUIZATION  OF  CHU.n  ARUSK  PRKVKNTION 

We  have  attended  the  hearings  of  this  subcommittee  and  listened  to  the  testimo- 
nv  of  various  organizations.  We  have  read  the  reports— countless  reports  of  nation- 
wide' increases  in  child  abuse  and  neglect.  We  wish  to  add  our  voice  to  the  many 
which  this  subcommittee  has  heard.  We  believe  that  the  progress  made  in  th-*  last 
deca<ir  wa;,  the  result  of  good  legislation,  national  leadership,  and  the  commitment 
oi'  resources  to  the  long-standing  problems  of  child  abuse  and  neglect.  The  passage 
of  the  C'hiid  Abuse  Prevention  and  Treatment  and  Adoption  Reform  Act  in  1!)74  and 
the  establishment  of  the  National  Center  on  Child  Abuse  and  Neglect  (NCCAN) 
were  key  elements  in  establishing  federal  government  leadership. 

Since*  1!)SI),  the  reduction  in  federal  support  for  child  abuse  programs,  combined 
with  the  reduction  of  other  social  welfare  commitments  and  a  nationwide  recession, 
has  resulted  in  a  simultaneous  increase  in  incidents  of  child  abuse  and  neglect  and 
a  decrease  in  resources  to  combat  the  problems.  Reports  of  increases  in  child  abuse 
and  neglect  have  come  from  many  groups,  including  the  National  Committee  for  the 
I'revention  of  Child  abuse,  as  well  as  Junior  Leagues  involved  in  Child  Watch,  a 
citizen  monitoring  project  developed  by  the  Children's  Defense  Fund  in  collabora- 
tion with  the  Association  of  Junior  Leagues.  A  aO  state  survey  conducted  by  the  Na- 
tional Committee  for  the  Prevention  of  Child  Abuse  revealed  increases  in  child 
abuse  in  I.')  stjites.  Many  of  the  Child  Watch  projects  coordinated  by  individual 
Junior  Leagut's  alscj  have  found  increased  incidehces  of  child  abuse  over  the  last 
yi'ar.  For  instance,  the  Wilmington.  Delaware  Child  Watch  Project  found  a  liO  per- 
cent increase  in  reports  of  child  abuse  and  negl(.»ct. 

The  Des  Moines  Child  Watch  Project  discovered  that  child  abuse  and  neglect  re- 
ports are  the  highest  ever  and.  as  the  result  of  a  statewide  reorganization  of  welfare 
department  staff,  there  has  been  a  marked  reduction  in  the  number  of  case  investi- 
gators  available  to  f{jllow-up  neglect  and  abuse  reports.  Albuquerque's  Child  Watch 
Project  reported  an  increase  in  rejMjrts  of  rape  and  other  forms  of  sexual  abuse  of 
children.  The  Hartford  Child  Watch  Project  reported  increased  reports  of  children 
being  denied  basic  needs  such  as.  food,  and  stated:  "The  number  and  severity  of 
child  abuse  cases  are  increasing  resulting  in  the  placement  of  more  children  in 
foster  care."*  1 
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V\u'  Cfiild  W.dili  I'joirt-t  in  Mal!iriU)r<»  rrportrd  that,  whilo  ihv  iiUTt'ase  in  child 
abuse  and  rir^lrft  M  |»nft>  was  iifiiy  I'i^'ht  and  onr-half  jxtccmU  from  IUSI  to 
ihf  dt't:i-ri*  ni  ahusi*  \t\  rc|)(nt»Ml  t'asrs  was  siKnitRantly  niort'  scvcrf,;  includwiK  .jm 
inrrcasc  in  latalitit's.  Social  service  workers  rc|)()rtf(l  chan^'os  in  the  families  in 
which  abuse  is  reported :  there  were  more  mulli-prol)lem  families  whose  problems 
are  more  intractable,  and  more  families  who  have  not  traditionally  sought  help  (i.e.. 
rnidd  I  f-c  la.ss  familiesf  are  seek  in  help. 

Tfje  Hirmirmbain.  Alabama  Child  Watch  I^rojecl  reported  an  increased  need  for 
clnid  protective  services.  The  Salt  Lake  City  Child  Watch  IVoject  reix)rted:  "More 
ehildren  arc  beinj;  almsed  and  the  ahuse  is  far  more  serious  (more  frequent  and 
mori'  vinbTilC*  These  are  just  sampb's  of  reports  which  corroborate  a  nationwide 
trend 

NKKI)  yon  KKHKUAI.  I.KADKUSini' 

Wf  need  a  renewed  commitment  to  the  prevention  and  treatment  of  child  abuse 
and  ni't:lect  I-'urthiT-  cutbacks  in  fundin^^  together  with  a  decrease  in  f(}d(?ral  leader- 
ship, would  l)e  di'vastaiin^.  Congressional  leadeishii)  is  crucial  both  in  the  area  of 
child  abuse  and  neulect  and  ad»)i)tion  [)i'o^'rains  designed  to  assist  special  needs  chil- 
<]ren. 

I'he  Admrnistration  s  proposed  cutbacks  in  child  abuse  i)revention  and  treatment 
funding  to  a  level  of  .>(;.?  million  would  result  in  a  federal  exi)enditure  of  a})proxi- 
niaiely  for  each  of  the  more,  than  one  million  children  rei)orted  as  abused  each 
yrar  Considrrr(i  anj)ther  way.  the  funds  requested  by  the  Administiation  are  equiv- 
a!«'rtt  to  ie»  than  une-thousandth  of  a  percent  of  the  federal  budget  for  Fiscal  Year 
Obviously,  tliis  i^ation  can  do  more  and  can  afford  to  do  more  a>  support  the 
prevention  an(l  treatment  of  child  abuse. 

HKCUMMKNDATIONS  KOK  C  HANtJKS  IN  S.  lOO.l 

While  we  stron^^ly  sup|)ort  leauthorization  of  the  child  abuse  legislation,  we  have 
M)inr  specific  concerns  al)oul  S.  lOO.'i  as  introduced  in  the  Senate  on  Ai)ril  T.  First, 
wr  f)e|ifve  tliat  the  aulhori/atitjn  is  too  low.  The  proposed  authorization  of  $1?  mil- 
lion for  NCCAN  resear'ch  and  demonstration  i)ro^Tanis  and  state  grants  in  child 
aini.ve  and  ne^^lcLt  would  merely  maintain  the  current  fundinf^  level  for  these  pro- 
urams.  W  the  seven  states  and  two  territories  currently  not  eli^^ble  to  receive  funds 
IVom  the  leuislation  were  to  become  eligible,  current  state  griints—already  low- 
would  need  to  be  reduced.  Moreover,  additional  funds  would  be  needed  to  help 
states  implement  the  Haby  Doe  provisions  of  S.  lOO.'i.  While  the  Association  has  not 
taken  a  stand  regardinu  these  i)rovisions,  we  believe  that  no  additional  require- 
ments should  be  placed  on  states  without  providing  additional  funds  tO  implement 
tliem.  I 

We  urge  an  authorization  of  .S^^O  million  for  child  abuse  programs.  Such  a  funding 
level  wtnild  allow  NCCAN  ic  exi)and  the  stale  grant  program  and  increase  its  sup- 
port for  preveiuion  progranis.  something  recommended  by  the  CJeneral  Accounting 
Office  and  strongly  supi)orted  by  the  Association  and  the  National  Child  Abuse  Co- 
alitioi^.  In  fact,  we  recommend  that  the  language  of  the  legislation  belamended  to 
direct  NCCAN  to  sj)end  a  substantial  share  of  its  funds  on  prevention  programs.  We 
suggest  that  states  also  be  encouraged  to  use  a  portion  of  their  grants  for  programs 
designed  to  prevent  child  ahuse  and  neglect. 

W4»  also  recommend  that  the  reauthorization  be  for  a  minimum  ni  four  yejirs  and 
tfiat  the  l)(»partment  of  Health  and  Human  Services  be  required  to  develop  a  com- 
pri'hensive  plan  annually  to  provide  for  coordination  of  activities  of  all  federal  agen- 
cies responsil)le  for  i)rograms  in  child  abuse  and  neglect. 

(■()N(>:iiNS  ABOUT  ADOITION  JMiOVISIONS  IN  8.  lOOiJ 

W»-  also  have  serious  concerns  alioul  the  language  relating  to  adoption  in  S.  \i)U'.>, 
particularly  the  proposed  chang(»s  in  Title  II.  Adoption  Opportunities.  Sections  201 
and  'Hn  of  the  Act,  which  slate:  .  .  infants  born  oi  teenaged  individuals,  unmar- 
ried i)arenls  and  thousands  of  children  in  institutions  or  foster  homes  may  be  in 
sj'rious  Jeopardy  and  .  .  .  such  infants  and  children  are  in  :;eed  (emphanis  added)  of 
placement  in  permanent  adoptive  homes  ..."  The  Act  calls  for  adoption  counseling 
in  all  such  cases.  The  language  appears  to  infer  that  all  children  born  to  single  par- 
ents and/or  teenage  parents  are  in  serious  jeopardy.  The  proposed  changes  could  be 
interpreted  to  Justify  government  intrusion  in  the  personal  affairs  of  many  families 
fully  capable  of  caring  for  their  children.  Further,  adoption  should  not  be  considered 
the  only  alternative  in  cases  where  children  are  in  serious  jeopardy  since,  in  many 
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oaM'S.  natural  pjnrni.^  lih'k  rcsouriM^s  ralh(T  than  motivation  and  the  desire  to  care 
lor  thfir  i"hil(lr;Mi 

Assistance  is  iievded  in  helpuiK  adoption  a^HMicies  to  develop  creative  projjtra.Tis 
that  will  fuid  adoptive  homes  for  the  approximately  1  ()().()( M)  s[)ecial  m'eds  children 
identified  as  needing;  adoptive  homes.  We  urge  the  subcommittee  to  retain  the  ori^'i- 
nal  lan^iia^'e  of  Section  201  which  focuses  attention  on  special  needs  children,  those 
chiUii  JMi  most  in  need  oi' adoptive  homes.  There  are  thousands  of  homes  waiting  for 
hraliyiy  inlants.  The  need  is  to  continue  the  leadership  at  the  federal  level  to  devel- 
op creative  approaches  to  stren^henin^'  interstate  collaboration  in  the  development 
oi'  programs  to  successfully  place  this  country's  neediest  children  in  adoptive  homes. 

The  Association  appreciates  this  oi)portunity  to  submit  this  testimony  in  support 
of  the  reauthorization  of  Child  Abuse  Prevention  and  Treatment  and  Adoption 
Reform  Act  of  T.^TS.  and  ur^'es  you  to  maintain  this  subcommittee's  leadership  on 
Ix'half  ol'  children. 
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National  Committke  Vau  Adoption 


i:U0  iliNNKiTUn'T  AVKM'K.  N.W 


WASIIIN<iT<iN.  In*  UlKlllil 


June  1.  1983 


Senator  Jeremiah  Denton 
Chainiidn 

Subcomni ttee  on  Family  and  Human  Services 
Conanittce  on  Labor  and  Human  Resources 
U.S.  Senate 

Washington,  D.C.  20510 


Dear  Senator  Denton: 

The  Nation.!  1  Coiinnittee  For  Adoption  was  very  pleased  to  have  the  oppor- 
tunity to  te-.it ify  before  your  Subcommittee  on  April  14  in  support  of 
S.  i003.    W(?  are  happy  to  respond  to  your  questions. 

1)  The  National  Committee  For  Adoption  strongly  supports  the  expansion  of 
the  findings  section  of  the  Adoption  Opportunities  Act  to  include 
"the  welfare... of  infants  born  to  teenaged  unmarried  individuals."  ■ 
This  amendment  to  the  current  law  is  an  important  improvement  because 
too  often  children  born  to  young,  unmarried  parents  end  up  growing  up 
in  foster  care;    Because  the  adoption  opportunities  program's  goal 
is  to  alleviate  the  problems  of  children  in  foster  care  by  promoting 
adoption  for  such  children,  we  believe  it  is  necessary  to  include 
adoption  counseling  to  teenaged  parents.    Then  when  these  young  parents 
are  faced  with  the  realities  of  unsuccessful  parenthood,  adoption  will 
be  seen  as  a  loving  viable  option  for  their  children's  futures. 

An  investigation  of  the  foster  care  system  in  New  York  City  in  1977 
showed  that  22.7%  of  all  the  children  in  foster  care  came  into  the 
foster  care  system  as  infants.    The  author  of  the  report.  Professor 
David  Fanshel  concluded  that:    "Aside  from  the  potentially  longer 
periods  of  vulnerability  to  be  in  care  infants  have  by  virtue  of  being 
very  young,  there  is  evidence  that  their  mothers  visit  them  less  often 
and  that  they  tend  to  remain  in  [foster]  care  in  disproportionately 
larqe  numbers."  (Footnote  11,  "Children  Discharged  from  Foster  Care" 
CHILD  WELFARE,  Vol.  LVII,  No.  8,  Sept. /Oct.  1978,  page  483.)  NCFA 
believes  that  such  vulnerable  infants,  most  of  whom  are  not  "hard-  , 
to-place"  for  adoption,  do    have  a  "special  need"  for  permanent,  adop- 
tive homes.    As  is  evident  from  Fanshel 's  study,  many  young  parents  \ 
use  foster  care  as  a  way  to  gradually  relinquish  responsibility  for 
their  inf  mts.    This  approach  to  "termination  of  parental  rights"  is 
often  not  in  the  best  interest  of  the  infant  who  should  be  in  an 
adoptive  home  rather  than  in  a  foster  care  placement.    Counseling  for 
young,  unmarried  mothers  ?nd  fathers  about  the  legal  and  social  impli- 
cations of  trying  to  parent  or  making  an  adoption  plan  for  their  baby 
is  one  important  way  to  prevent  unnecessary  foster  care  services  after 
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the  baby  is  born.    Therefore  expanding  the  findings  to  include  services 
to  these  younrj  parents—on  behalf  of  better  futures  for  their  babies— 
ir.akos  good  sense  and  represents  sound  adoption  policy. 

2)  The  exDcinsion  of  the  findings  will  not  significantly  or  adversely 
alter  the  operations  of  currently  funded  projects.    For  example,  at 
the  hearing  Mrs.  Elaine  Winslow  described  how  the  Alabama  Friends  of 
Adoption  group  which  has  federal  adoption  opportunities  funds  receives 
several  telephone  calls  a  week  from  young,  pnegnant  women  or  teenaged 
mothers  who  were  inquiring  about  choosing  adoption  for  their  babies  and 
who  wanted  to  talk  to  adoptive  parent^  about  their  families  and  ex- 
pL-riences  with  adoption.    Laurie  Flynn,  executive  director  of  NACAC, 
also  cited  examples  of  adop'tive  parents'  groups  which  offer  presentations 
to  groups  of  pregnant,  unmarried  women  and  their  families  on  how  positive 
adoption  can  be  for  a  child.    Even  now,  many  funded  projects  as  well  as 
the  Regional  ResourcevCenters^for  Children,  Youth  and  Families  have 
focused  atvp  tion  on  the-needs  of  teenaged,  unmarried  parents  and  their 
infants. 

With  regard  tu  Tuture  program  activities  under  this  proposed  amended 
legislation  thr  ''ational  Comnittee  For  Adoption  would  see  this  area  of 
adoption  service'  "\s  one  which  deserves  attention  equally  along  with 
the  many  other  im  .  tant  activities  outlined  in  the  adoption  oppor- 
tunities  legislatit:       Focusing  on  pregnant  teenagers'  services  needs 
for  adoption  inform.,  v^n  and  counseling  will  only  help  reduce  the 
nunter  of  children  who  become  part  of  the  foster  care  system  and  who 
later  are  described  as  "special  needs"  children  in  need  of  adoption. 

3)  The  National  Cominittee  For  Adoption  believes  improved  coordination 

of  adoption-related  programs  and  activities  of  the  Federal  government 
in  the  Adoption  Opportunities  Act  is  very  necessary.    Adoption  is  a 
service  for  children  who  cannot  be  raised  by  their  biological  parents 
or  close  relatives.    l\\e  reasons  for  this  are  usually  due  to  problems 
of  the  parents,  including  child  abuse  and  neglect,  lack  of  financial 
resources  due  to  inability  to  work,  alcohol  or  drug  abuse,  teenage 
pregnancy,  divorce,  death  or , impri sonment.    All  of  these  problems  are 
being  handled  by  separate  programs'in  the  Federal  government  and  the 
role  of  adoption  counseling  and  services  should  be  s^en  as  integral 
to  serving  adults  who  cannot  take  on  the  responsibility  of  caring  for 
their  children.    There  are  also  problems  associated  with  the  children 
including  illness,  physical  or  emotional  disabilities  which  can  be 
better  handled  by  trained  and  supportive  adoptive  parents  rather  than 
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by  foster  care  or  institutional  settings.    For  all  of  these  examples, 
it  is  evident  that  the  Secretary  of  HHS  should  encourage  and  facilitate 
better  understanding  of  adoption-related  services  by  the  many  different 
programs  and  offices  of  HHS  and  the  Federal  government. 

4)  The  Nationa]  CoiiDiiittee  For  Adoption  believes  that  there  must  be  funding 
provided  specifically  for  ensuring  that  children  are  placed  in  adoptive 
honiGb  rather  than  staying  in  foster  care.    There  are  many  private/ 
non-profit  agencies  licensed  for  child-olacing  who  have  waiting  lists 
of  approved  adoptive  families,  but  they  cannot  serve  these  families 
because  the  public  child  v^elfare  sector  does  not  work  vigorously 
enough  to  see  that  children  gro»MT<q  up  in  foster  care  are  legally  freed 
for  adoption.    At  the  same  time.  States  have  not  aggressively  used 
available  funds  for  adoption  assistance  from  P.L.  96-272.    The  Federal  ■ 
government  should  work  to  df'»;- models  for  effective  agreements 
between  State  governments  and  t  e  private,  non-profit  child-placing 
agencies  to  move  children  from  foster  care  to  adoption  more  quickly 
and  with  less  cost  to  the  tax-supported  child  welfare  and  foster  care 
systems.    The  National  Committee  suggests  that  this  Subcommittee  urge 
the  Department  of  HHS  to  work  with  the  jtates  in  returning  adoption 
s-rvices  to  *.ho  private,  non-profit  chi  1  J-pl acing  sector. 

1)  In  response  to  Senator  Dodd's  questions  concerning  the  funding  level  for 

the  adoption  opportunities  program,  the  National  Committee  For  Adoption 
'   supports  a  higher  authqr^ization  level  because  the  legislation  enhances 
the  scope  of  activities  related  to  emphasizing  adoption  opportunities 
for  handicapped  infants  in  life-threatening  situations  as  well  as  to 
emphasizing  the  importance  of  adoption  for  the  welfare  of  many  infants 
born  to  adolescent  parents.    We  recommend  an  authorization  level  of 
S5  million  which  is  the  level  provided  for  in  the  original  authorizing 
legislation  for  adoption  opportunities  in  1978. 

We  hope  that  these  answers  assist  you  in  your  work  to  see  S.  1003  passed 
by  the  Senate,  accepted  by  the  House,  and  signed  into  law. 

Sincerely, 

Candace  P.  Mueller,  MSW 
Director,  Public  Policy 
&  Professional  Practice 
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N.Y.  COUNCIL  ON  ADOPTABLE  CHILDREN 

875  Avenue  of  Ihe  Americas.  New  York.  New  York  10001  •  212/279-4525 


Juno  ?.  1983 


Sentitrtr  Jeremiah  Denton 
Mnitea  States  Senator 
Conrntfre  on  Labor  and  Human  Resource*, 
■ashmgton,  O.C.  20M0 

n-.*ar  Senator  Denton:  * 

1   ;nk  you  tor  sending  me  the  written  congressional  record  o*  my  testimony.     !  an 
jUDChir^  here  my  answers  to  your  and  Senator  Dodd's  questions.     I  hope  it  will 
hplp  you  and  your  coin  it  too  v.-hen  rndkinrj  decisions  on  the  role  ov  the  Federal  Go- 
veriner.t  in  aiopticn  is^.utfi  and  service^-. 

tei  ne  lus:  u''.!  irai  \  *)K)n*\c  rr,^t  j'Jopt 'on  should  be  strongly  'iu^L-orterf  dncJ 
financed  Dy  ieCor&]  rup^inn  as  u  w  '.ol  Psrlustvely  -li  >  Ircai  ^--^rv 

The  initchinc]  of  special  ntO'ls  chilfiren  with  prospective  a'lnpriv-^  par^^nts  ..  vvy 
often  done  by  cross mq  country  and  state  boundaries.    There  i*;  sompwhert  j  parfr.r 
for  'every  homo  Jes*;-  child.    Jurisdictional  barriers  m  adoptinr,  should  be  mini- 
mizcd  to  expand  placenient  opportunities  for  children. 

Again,  thank  vou  for  invr.mgme  to  testify. 


Clara  Val  iente  BarksdTTfe 
Execut  i ve  Director 
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QUESTIONS  SUBMITTED  DY  SENATOR  DENTON 

1.  )     Do  you  know  of  parents  or  groups  of  parents  u\. 

have  either  given  birth  to'a  handicapped  chila,  u. 
who  have  adopted  a  handicapped  child  and  who  make  . 
themselves  available  at  hospitals  to  counsel  or 
support  families  who  give  birch  to  such  children? 
If  so,  what  is  the  arrangement?     Hew  can  such 
volunteer  efforts  be  oxpanded? 

2.  -)     Specifically,  how  do  you  suggest  thax  financial 

incentives  for  foster  care  be  eliminated,  and 
replaced  with  an  adoption  incentive? 

QUESTIONS  SUBMITTED  Di'  SENATOR  DODD 

1.  )     How  important  is  it  to  restore  funding  for  the 

Adoption  Opportunities  program  to  S5  million,  the 
level  authorized  prior  to  the  1981  Reconciliation 
budget  action? 

2.  )     V;hat  should  the  federal  government  do  to  ensure  that 

Hispanic  children  are  properly  classified  by  culture 
and  ethnicity  so  they  can  be  matched  with  appropriate 
families,  either  for  adoption  or  foster  care? 


1 


How  important  ^3  it  to  iceep  this  program  focused 
on  special  neea::3  cniidn^n? 
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ANSWERS  TO  QUESTIONS  SUBMITTED  SY  SENATOR  DENTON 
 ^  

1     I  know  of  d  pdr&nt  in  Wpstchester  County?  N.Y.  who  as  3  consequence  of  having 
adopted  a  Down's  •".yndrcme  child  oecame  involved  m  helping  biological  mothers- 
wnn  give  birth  to  children  suffering  from  this  oenetic  handicap.    She  visits 
rr.nrM»T«-,  in  hospitals  or  at  tne  tV.  homes ,  counse  1 S ,  Support  antf  he^ps  them  in 
miking  the  deciMOn  about  keeping  the  child  or  surrendering  for  adoption. 
■  n-  .jdv/'rtises  her  volunteer  services  in  many  hospitals  in  the  Nf:w  York  City 
5r»'(5  ?.fui  recruits  yrospectivf  adoptive  parents  for  tt-ose  children,  f^iostly 
through  word  of  mouth.    Once  she  identifies  the  child  and  the  family,  she  helps 
with  the  adoption  placement.    Thanks  to  her  effort  she  has  been  able  to  find 
homes  for  -jver  150  Down's  syndrome  children  and  has  helped  many  mothers  accept 
I'M  thpir  retarded  cnilo.--  The  Arjoption  Resource  Cen'er  \r  Region  II  gave 

J  -.".in \zr  yr.\  r  j  th  I  s  parent  m  order  to  help  pay  for  travel  and  teiepn;>rte  ex- 
-^MS'^s.  so  sne  could  co.it  muo  t:,  provtde  these  valuatjle  service. 

I)  ".Agencies  should  be  rewarned  with  larger  adopt  ton  fees  for  children 
adoptf^d  quickly. 

1')    Adoption  fees  would  gradually  decrease  for  children  who  are  not  adopted 
within  the  standard  set  as  The  njximum  to  complete  an  adopt  inn. 

3)    Therp  would  be  a  htghef*  fee  paid  to  agencies  who  place  special  needs 
CM  i  Idren. 

^)    A  range  of  sanctions  should  be  used  for  agencies  that  continue  to  per- 
form below  the  standard  set  by  law.    These  sanctions  should  include 
a)  transferring  to  another  agpncy  planning  responsibilities  for  children 
who  have  not  been  adopted,  b)  cessatioo  of  new  placements  with  the  agency 
for  a  specified  period  of  time  and  c)  termination  of  contract  with  the 
agency. "    { 1 )  , 

^^.^P-Ua^W^t);  Impediments  to  placing  Foster  Ch  ildren  in.Permanent  Homes.    A  report 
?rnm  rrio  office'  nf  C  ity  Council  President,  Carol  Bellamy.  May  1981  (page  49). 
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Mi'MP'>  TO  QUCCTIONS  SUBMITTED  BY  SENATOR  DODD 


I     The  S5  mill  inn  funding  for  Adoption  Opportunities  h^lp^d  promote,  publicize 
and  stimulate  adoptions  throughout  the  country.     It  created  a  climate  whore 
adoption  became  a  priority  resource  for  waiting  children  m  need  of  permanent 
families.    The  Adoption  Resource  Center-,  created  through  these  funds  in  every 
ff-deral  region  wore  catalysis  for  cervices  that  did  not  exist  beforr.  They 
fK'iped  develop  netnorks  and  exchanges  to  maich  children  wrih  parent  These 
c»^ntors  have  recently  tpergeri  with  Child  Abuse  and  Neglect  centers  and  Child 
welfare  Training  at  the  same  level  of  funding  so  that,  adoption  issues  receive 
1/3  of  the  >^rev  lously  allocated  funds.    Thi^  of  course  is  a  big  set  back  as 
r  ru»  •nrij',  '^n  adoption  issues  oecomes  diluted. 

'     ',    r'",pin'C  :n;lcJr.-r  ■;fi,:L.l::  be    dcritified  as  Hi^.ptjmc  ino  c '.  jss  '  r"  i-''^  i'.  'A.<:h  n 
■jnv  ; '-.v'-nro'-y  of  t')'.rer  cnil.Jren.     The  tracking  «iysten  ma n*^"} ted  ly  ^1%-?7l 
should  also  nrinrn'o  c  1  a^s  ' i'' -c at  mn  by  ^thn ic  i ty/rocp/cu  1  ture  for  the  minor  ,  t  y 
children  who  .:dke  up  ove*-  60%  of  the  foster  care  population.     By  helping  chil- 
dren keep  their  roots  and  connect  with  their  past  we  arc  protecting  their  psy- 
rh'ilogiral  weH-bem^  and  giving  thpm  the  continuity  of  evpenpnce  needed  to 
nv'^rrnme  the  trauma  nt  j  disrupted  fanily  life.    A  National  Network  for  H:si;a- 
ntc  rhiidren  can  nelp  identify  Hispanic  children  needing  .idoct  mn  an^l  rind  Hi«.- 
panic  homes  for  them. 

Ill    Special  needs  children  are  the  high  risk  children  of  our  society.    They  are  ei- 
ther tiorn  with  special  needs  due    of  birth  defects  or  become  so  because  nf  abuse, 
neglect  and  abandonement .     It  is  our  obligation  to  provide  the  best  possible  o- 
pportunity  for  them,  so  that  ''.•e  can  repair  some  of  the  damage  caused  to  them  by 
their  tragic  experiences.    There  arc  currently  over  100.000  children  with  special 
npeds  who  could  and  should  be  adopted  m  our  country.     If  we  do  not  give  them  a 
pernrTnpnt   family  life  now  thpy  wtP  ront  >nij»'  to  dr-ift   in  tiecomp  the  dependent 
pop'jlation  that  makes  up  our  welfare  rolls  or  fills  our  mental  hospitals,  our 
prisons  ond  our  shelters  for  the  homeless. 

CI ara  Val iente  Barksdale 
Executive  Director 

N.Y.  Council  on  Adoplable  Children 
June  3.  1983 
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4968  Sprtngrock  Road 
Birmingham.  Alabama  35223 
<jor.M>-K>H«>:i7  <2or.»87i  8700 


Senator  Jeromlnh  Denton 

Lnlted  Status  iJenate 

I'oiuiu'l ttet'  on  Labor  &  Human  Resources 

W.jsliin^ton.  D.C  20510 


Dear  Senatnr  Denton: 

riease  exruse  ttie  delay  In  replying  to  your  letter,     ft  seems  that  your 
connunlcat  Ion  to  ine  was  delayed  In  the  mall.    Attached  you  will  find  the  Information 
you  requested  for  the  two  specific  questions  for  me.     I  hope  this  will  be  of  some 
fielp  to  you  and  your  staff. 

Those  of  us  who  work  diligently  advocating  for  children  appreciate  your  time. 
Interest  and  efforts  on  th^ir  behalf.    Thank  you  for  supporting  P.L.  95-266  for 
the  full  $5  million.     This  is  really  a  minimal  amount  to  place  over  100,000  waiting 
.-ipeclal  needs  children. 

1  will  look  forward  to  hearing  from  you  concerning  the  future  of  this  bill. 

Sincerely, 

Elaine  P.  Winslow,  President 
Alabama  Friends  of  Adoption 
701  Rockbridge  Road 
Blmilngham.  AL  35216 
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Questions  subnltteJ  by  Senator  Denton  to  Elaine  P.  Wlnslow,  President,  Alabama  Friends 
of  Adoption.  701  Rockbridge  Rd.,  Blrmlnghan,  AL  35216,  on  the  Resuthorlzatlon 
oi  P.L.  95-266. 

1.  Would  you  please  submit  to  the  Subcommittee  the  latest  data  on  adoption  and  foster 
care  rhat  Is  available  for  Alabama?    Are  Alabama  statistics  consistent  with  nation- 
wide statistics? 

Attached  you  will  find  some  basic  statistical  Information.    Please  note  the  large 
number  of  children  remaining  In  foster  care  for  over  A  to  10  years.    This  Is  an 
alarming  fl}?ure.    The  longer  children  stay  In  an  unstable  situation  the  more 
emotional  damage  that  occurs.    Many  rural  areas  across  this  country  keep  children 
In  the  foster  care  system  Indefinitely.    Social  workers  don't  feel  that  these 
children  are  adoptable*..    This  Is  simply  not  so.    These  children  needoto  be  legally 
freed    for  adoption  and  homes  actively  recruited  for  them.    Agencies  across- this 
country  need  to  be  challenged  In  the  development  of  programs  to  place  these  waiting 
special  need.i  children.    Pout  placement  programs  need  to  be  developed  to  help 
families  adopting  these  challenging  children  be  able  to  continue  their  commitment. 

I  think  you  will  find  that  basically  these  statistics  are  probably  fairly  normaf 
for  states  across  this  country.    Yoii  will  find  states  like  New  York  will  have  a 
much  lilgher  percentage  rate  of  minority  children  who  need  hon*s .    The  recruitment 
of  minority  families  is  crucial.    However,  there  is  no  need  to  recruit  any  lamilies 
IF  agencies  do  not,  or  will  not  serve  the  families  wanting  to  adopt  these  special 
needs  waiting  children. 

Please  take  note  that  last  year  Alabama  placed  323  children'^for  adoption.  This 
year  alone  we  expect  to  have  725  children  available  for  adoption.     How  these 
children  are  going  to  be  placed  for  adoption  is  the  big  question.    We  have  dramatic 
staffing  cut-backs  already  and  our  staff  is  presently  running  6  to  8  months  behind 
!n  placing  children.    Surely  there  is  ?n  answer  to  some  of  this.     If  we  were  able 
to  place  theie  waiting  children  we  woulJ  certain  ly  in  the  long  run  cut  back  on 
state  and  feceral  expenses. 

2.  Specifically,  how-  do  you  suggest  that  financial  incentives  for  foster  care  be 
eliminated  and  replaced  with  an  adoption  incentive? 

One  simply  wsy  to  eliminate  one  of  the  biggest  barriers  to  the  adoption  of  waiting 
special  needs  children  would  be  to  provide  the  same  medicsl  coverage  for  the  child 
after  he  is  adopted  that  he  receives  as  a  foster  child.    Under  the  adoption  subsidy 
act  many  children  are  eligible 'for  Medicare  Benefits.    However,    for  many  of  the 
waiting  children  this  is  very  inadequate  coverage.    Families  Just  cannot  assume 
the  heavy  medical  expenses  of  many  of  these  children  is  they  adopt  them.  Insurance 
companies  will  not  cover  such  children.    Hence  these  children  stay  in  the  foster 
care  system  costing  the  state  and  federal  government  huge  amounts  of  money  not 
for  just  their  medical  expenses  but  tor  the  continuing  of  their  foster  care.  It 
would  certainly  appear  to  be  cost  effective  to  offer  the  same  medical  coverage  and 
move  these  children  into  adoptive  homes.     It  would  certainly  be  an  emotional  plus 
for  the  child. 
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STATE  OF  ALABAMA 

FOSTER  CARE  IMl/EMTORy. 

MARCH,  19^5 


roX:cLZ  Chltdnun: 


Alabama 


-  '415 


0  to  5  yfi6 , 

3  'to-  b  t//L4 , 

6  to  15  t/.ii. 

13  ^0  21  t/;i4. 


535 
546 

-  1,515 

-  1,572 


52 
59 
121 

ns 


Goalt : 


Re^uAn  Home  -  1,046 

^ittativ^^  -  439 

Adoption  -  751 

I>ic/cpctac/en«t  L^v^ng             -  334 

Long-Tc/im  -  I ,  i 9i 


66 
4& 
7S 
21 
202 


Cunntilt  Placzmznt: 


G^oup  Horns, 
W.  Homz 
1 n&titutions 
FoA^e/L  ¥amiltj 
6  F/iee  Home 
Re£a<ted 
Rci^den-t^ai 
Mai  e/in-c-ty 
VVS 


329 
29 
33S 
3,2S3 
16 
33S 
99 
5 
3) 


67 
5 

25 
2S7 
3 

U 

U 


Time  in  Ca/it: 


0  to  6  Mo. 

6  ma,  to   1  VfL, 

1  V-x,  to  2  y.i6. 


922 
622 
755 
2,299 


S7 


2        io  4  y/ii, 

4  y/LS.  it;  JO  y/L^i. 
10  Vnt.  on  Uont 


S04 
1 ,004 
361 


S9 
62 
77 
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STATE  OF  ALAB.\M.\  —  ADOPTION 
lA'S  INTORMATION    FOR    FISCAL  '81  -  'B2 


Dl^S  Placenents  for  October  1,  1981  through  Septenher  30,  19S2 


bLACK 

WHITE 

TOTAL 

Birth  to  2  years 

S2 

82 

134 

Two  to  Six  years 

27 

60 

Over  Six  years 

15 

87 

102 

Totals 

72? 

TO 

It  IS  interesting  to  note  tiuit  during  this  time  period  a  "total  of  73  children  over  the 
age  of  eight  have  been  placed.    As   you  view  these  statistics  you  pan  see  our  great  need 
for  recruiting  black  homes  for  children  over  the  age  of  six.    We  are  also  including  some 
other  IW'ORTANT  statistical  infomation.    Waiting  families  please  pay  attention,  ^y 
tunes  we  receive  calls  from  those  of  you  who  are  waiting  for  children.    This  is  always 
a  difficult  time  for  families.    We  hope  thiat  the  statistics  listed  below  will  help  you 
to  undersund  why  there  might  be  a  delay  in  getting  children  to  your  home.    Of  course, 
tins  IS  only  part  of  the  picture.    Suff  and  S$$  shortages  are  crucial  to  the  lack  of 
moving  children  to  permanency.    Also  our  judicial  system  in  many  cases  contributes  to 
the  slow  dowTi.    We  are  trying  to  work  on  these  areas  and  educate  our  legislators  as  to 
our  needs  and  those  of  children  in  limbo.    We  hope  that  the  statistics  listed  below  are 
helpful. in  this  process. 


Approved  (tome!;  in 

Alabama  with  UI'S  as  of  October  1, 

1982 

BLACK 

KHITt 

TOTAL 

Birth  to  2  years 

42 

54 

96 

Two  to  Six  yea.rs 

12 

144 

156 

Over  Six  Years 

9 

82 

91 

Totals 

63 

280 

343 
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ROBERT  W.  DEBOl-T 


4tl  WILOWOOO  AVeNU£ 


PIEDMONT,  CALIFORNlA»««tl 


-    June  2,  1983 


The  Hon.  Jeremiah  Denton 
United  States  Senator 
UNITED  STATES  SENATE 
Committee  on  Labor  and 
Human  Resources 
Washington,  DC  20510 

My  wife  and  I  returned  from  vacation  yesterday  to  find 
your  letter  of  May  23,  1983,  which  included  copies  of 
my  testimony  before  your  Subcommittee  and  questions 
asked  by  you  and  Senator  Dodd. 

I  apologize  for  not  being  able  to  have  these  answers 
to  you  at  an  earlier  date  and  I  hope  that  the  record 
has  been  kept  open  so  that  this  information  can  be 
part  of  the  testimony  to  the  Subcommittee. 

I  have  answered  the  questions  on  the  enclosure  in  the 
same  order  in  which  they  were  asked. 

Thank  you  again  for  the  opportunity  to  appear  before 
you  and  your  Subcommittee. 


Robert  W.  DeBolt 


RWDeB:ss 


Enclosure 
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;iL;£STICN  SUBMITTED  bY  SENATOR  DENTON 

1.)    Specifically,  how  do  you  suggest  that  financial  incentives 
for  foster  care  be  eliminated  and  replaced  with  an  adoption 
incentive'? 

Yo'ir  question  is  one  which  most  of  the  50  state  adoption 
agencies  are  asking  themselves  at  this  time.  Currently, 
a  portion  of  the  foster  care  payments  reimbursed  to  coun- 
ty and  private  agencies  covers  not  only  the  direct  cost  of 
maintaining  the  child  in  the  foster  family  but  also  pays  a 
portion  of  the  f raster  cnre  agencies'  termination  costs. 
In  mopt  states,  this  has  Ihb  effect  of  encouraging  the 
agencies  to  maintain  the  largest  number  of  children  pos- 
sible  in  foster  care  in  order  to  finance  that  portion  of 
^  thd  ^^c&n^ies'   operation.     In  other  words,  the  more  child- 
ren in  Foster  care,  the  more  monies  for  t|ie  administration 
of  the  agency.    The  first  step  towards  eliminating  this 
prooiem  is  to  accurately  determine  the  status  of  each  child 
in  foster  care.    For  those  children  who  can  be  adopted,  the 
foster  c«ye  payments  to  the  parents  should  continue  for  a 
stipul^te^^rimount  of  time  (in  my  opinion,  not  to  exceed 

three  years'  *LCounty  and  private  foster  care  agencies 
V 

should  be  en>6uraged  financially  to  find  adoptive  homes 
for  foster  children  v/ho  have  been  relirj^uished  for  adop- 
tion.   I  don't  really  have  a  plan  as  to  how  this  can  be  ac- 
complished but  agencies  should  not  be  financially  penalized 
for  finding  permanent  homes  for  children. 

QUESTIONS  SUBWI«;'SD  BY  SENATOR  DODD 

1.)  How  important  is  it  to  restore  the  authorization  for  this 
program  to  $5*'million,  the  level  it  was  prior  to  1981  Re- 
conciliation budget  action?    How  would  the  funds  be  spent? 

I  feel  that  it  is  very  important  to  restore  the  authoriza- 
tion for  this  program  to  $5  million.    These  funds  should  be 
used  to  encourage  placement  of  children  in  permanent  homes. 
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These  efforts  would  include  programs  which  educate  and  en- 
courage ihu  judiciary  to  terminate  parental  rights  when 
there  is  little  or  no  hope  of  reconciliation  with  the  bio- 
logical parents,  assist  private  and  state  programs  which 
have  proven  records  of  innovative  and  successful  adoptive 
placements  of  children  with  special  needs,  and  to  help  the 
states  establish  uniform  programs  of  adoption  subsidies. 

2.)     How  important  is  it  to  determine  the  exact  number  of.  child- 
ren in  foster  care?    What  happens  when  we  do  not  have,  that 
kind  of  data? 

The  problem  with  the  lack  of  current  and'  accurate  data  con- 
cerning the  exact  tuiirilivr  of  children  in,  foster  care  has  al- 
lowed many  children  to  slip  through  the  statistics.  In 
every  state  in  which  AASK  America  has  worked,  we  have  dis- 
covered hundreds  of  children  in  foster  care,  many  already 
relinquished  for  adoption,  who  are  not  reported  by  the  states. 
If  agencies  are  to  find  permanent  homes  for  children,  we 
must  Know  of  the  existence  of  every  one  of  these  children. 
Stater;  currently  reporting  numbers  of  children  in  foster 
care  do  so  on  a  somewhat  casual  basis.    An  example  is  the 
state  of  Ohio,  wherein  the  laws  of  the  state  require  each 
of  the  88  counties  to  report  the  number  of  children  in  fos- 
ter care,  time  spent  in  such  care,  number  of  children  adopted, 
and  statistics  on  the  characteristics  of  these  children. 
However,  there  is  no  penalty  for  those  counties  who  refuse 
to  report  or  simply  overlook  the  requirements  of  that  law.  ^ 
Tlie  lack  of  uniformity  among  the  states  for  reporting  re- 
quirements is  of  major  concern  to  us.    When  accurate  and 
current  data  are  unavailable  on  foster  children,  many  of 
these  children  will  continue  to  remain  in  the  temporary  home 
limbo  .when  permanent  loving  homes  could  be  found  by  agencies 
such  as  AASK  America. 
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How  correct  do  AsiUBtant  Secretary  Hardy's  estimates  of 
30,000  children  in  foster  care  awaiting  adoption  s&und? 

Assistant  Secretary  Hardy's  estimate  of  the  number  of  child- 
ren in  foster  care  awaiting  adoption  is  probably  as  good  a 
guess  as  any  other  number  the  Department  could  choose.  We 
have  heard  estimates  ranging  from  35iOOO  to  150,000  children 
in  foster  care,  who  are  currently  relinquished  for  adoption. 
The  Child  Welfare  League  uses  the  number  of  approximately 
150,000,     NACAC  is  currently  using  the  figure  of  approxi- 
mately ^100,000,     I  think  Assistant  Secretary  Hardy's  estim- 
ate is  very  conservative  but  noone  really  knows,     AASK  America' 
riational  Program  Director,  Mary  Bohan,  believes  that  the  fig- 
ure exceeds  100,000  children. 

What  role  should  the  federal  government  play  in  providing 
medical  assistance  for  the  special  needs  children  adopted 
by  families? 

The  role  of  the  federal  government  in  providing  medical  as- 
sistance for  special  needs  children  should  be  through  the 
state  Crippled  Childrens  Services  programs.     This  federal- 
ly-mandated program  and  state-funded  operation  works  very 
well  here  in  Northern  California,    When  parents  knowingly 
adopt  a  child  with  a  physical  disability,   the  program  pays 
for  all  medical  costs  directly  connected  with  this  disabil- 
ity until  the  child  reaches  his  or  her  majority.    My.  wife 
and  I  would  not  have  been  able  to  adopt  five  of  the  children 
we  have  currently  in  our  home  if  this  program  had  not  been 
so  succe.Tsful  in  our  part  of  California.     There  are  other 
states  whose  programs  work  just  as  effectively  as  ours  but 
the  sad  part  is  that  these  effective  programs  of  Crippled 
Childrens  Services  are  very  rare.    We  would  hope  that  the 
federal  government  would  set  standards  for  these  programs' 
and  assist  the  states  in  the  funding. 
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Reauthorization  of  the  Child 
Abuse  Prevention  and  Treatment 
and  Adoption  Reform  Act: 
Obstacles  to  Adoption 


Response  to  Written  Questions 

Prepared  By, 
Marlene  Plascckl, 
Director,  National  Adoption  Exchange 
June,  1983 


QUESTIONS  SUBMITTED  BY  SENATOR  DENTON 


1.)    Could  you  explain  In  greater  detail  "purchase  of  service"  agreements, 
r        and  tlic  way  In  which  they  can  facilitate  adoption  at  a  lower  cost 
to  government? 

Purcliasc  of  service  Is  a  process  through  which  public  agencies,  state  or 
local,  make  payments  to  private  agencies  for  specific  client  services.  In 
adoption,  purchaue  of  service  contracts  are  typically  used  to  reimburse  a 
private  agency  for  the  costs  of  recruiting  and  studying  an  adoptive  family 
for  a  opeclal  needs  child.    Additionally,  purchase  of  service  contracts  arc 
sometimes  used  to  reimburse  private  agencies  for  providing  supervision  and 
post-adoption  services  to  the  families  who  adopt  special  needs  children. 

Purchase  of  services  is  a  cost  effective  way  to  deliver  special  needs 
adoption  services  because  a  public  agency  pays  only  for  the  amount  of  service 
needed.    Agencies  which  use  purchase  of  service  experience  considerable  sav- 
ings in  staff,  specialized  training,  and  special  recruitment  campaigns  which 
arc  necessary  for  funding  and  preparing  families  for  special  needs  adoption. 
Instead  they  pay  one  time    fees    for      the  recruitment  and  preparation  ot 
specific:  families  appropriate  to  the  children  in  their  care  who  are  waiting. 

Unfortunately,  many  public  agencies  will  not  pay  the  one  time  purchase 
of  service  fee  to  a  private  agency  for  adoption  services  for  a  child,  while 
they  will  pay  indefinitely  for  foster  care  or  residential  placement  for  that 
same  child.    The  costs  of  this  practice  are  enormous.    Most  purchase  of  ser- 
vice contracts  for  the  placement  of  a  special  needs  child  are  under  $7,000. 
The  yearly  cost  of  foster  care  in  institutionalization  of  the  same  child  can 
exceed  $40,000.    Of  course  the  Federal  Government  pays  a  large  portion  of 
the  foster  care  and  institutional  costs. 

Thus  federal  expenditures  for  foster  care  could  be  reduced  substantially 
if  public  agencies  which  refuse  to  purchase  adoption  services  and  instead  keep 
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those  children  in  foster  care  and  institutions  made  use  of  the  specialized 
resources  that  are  available.  « 


2.)    Specif ically,  how  do  you  suggest  that  financial  incentives  for 

foster  care  be  eliminated  and  replaced  with  an  adoption  incentive? 


There    are  currently  ceilings  on  federal  funds  available  to  states  for 
both  foster  care  and  adoption  services.     If  federal  participation  in  adoption 
services  was  available  without  a  ceiling,  like  the  adoption  assistance  program, 
states  vould  take  the  opportunity  to  create  innovative  adoption  services.  This 
would  be  particularly  true  if  ceilings  on  foster  care  expenditures  remained  in 
place.     It  would  make  financial  sense  to  reduce  the  state's  foster  care  popu- 
lation through  adoption. 

Additionally t  improved  purchase  of  adoption  services  programs  would  shift 
the  financial  incentive  private  agencies  now  experience  for  offering  foster 
care  programs  to  adoption  programs.    Private  agencies  can  be  paid  for  the 
foster  care  programs  by  states  but  are  often  expected  to  deliver  adoption  ser- 
vices without  receiving  any  reimbursement  from  the  public  agency.    Under  this 
system  there  is  no  Incentive  for  private  agencies  to  develop  innovative  adop- 
tion HerviccB.     If  they  received  full  cost  reimbursement  for  adoption  services, 
private  agencies  would  develop  and  deliver  those  services. 


I 
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QUESTIONS  SUBMirrEI)  BV  SENATOR  WDI) 


I.)    You  muntion  that  adoptive  faialllcs  are  partlculary  concerned  about 
receiving  medical  assistance  (cither  payments  or  insurance)  for 
Cho  special  needs  childrert  they  adopt.    What  role  should  the  federal 
(•ovcrnmenL '  play  in  providing  Huch  assistance? 


Adequate  medical  assistance  for  special  needs  children  who  are  adopted 
and  nsHurances  that  medical  assistance  will  be  fully  available  if  the  child 
moves  across  state  lines  is  very  important.    Many  families  who  are  willing 
to  adopt  a  special  child  have  been  unable  to  adopt  because  they  could  not 
be  assured  of  adequate  medical  coverage. 

Tlie  federal  government  ^can  help  to  solve  this  problem  in  two  ways: 
I)     Offer  100%  federal  fiscal  participation  in  medicaid  payroents  for  adopted 
children  who  are  eligible  tor  adoption  assistance.    This  would  permit  u  child 
to  obtain  full  medical  coverage  in  any  state  and  would  allay  the  concern  of 
states  which  fear  that  they  will  be  responsible  for  the  care  of  children  from 
across  the  country  if  they  institute  progressive  home  study  and  child  place- 
ment policies. 

KecoiTtmondat ions  fo'r  improvements  in  medical  assistance  coverage  tfor 
special  needs  children  are  being  developed  Jointly  by  the  American  Public 
Welfare  Association  and  a  group  of  State  Child  Welfare  Administrators.  The 
recommendations  will  be  published  as  part  of  a  model  interstate  Compact  on 
Adoption  Assistance  nnd  are  worthy  of  support  from  federal  officials. 

Z)    Make  information  available  to  the  private  insurance  industry  on  in- 
surance policies  whlcli  provide  immediate  coverage  for  the  pre-existing  con- 
ditions of  adopted  children.     Innovative  approaches  in  private  insurance  aid 
families  and  will  reduce  the  burden  on  the  federal  government  for  the  medical 
cnre  of  adopted  special  needs  children. 


2.)     How  important  is  it  to  restore  the  authorization  for  this  program 
to  $3  million,  the  level  it  was  prior  to  1981  reconciliation? 


It  has  been  said  that  success  in  the  field  of  special  needs  adoption 
mnket;  tlie  woi'k  that  remains  to  be  done  more,  not  less,  difficult.    When  this 
act  was  first  passed  it  was  estimated  that  100,000  children  were  waiting  to 
be  adopted.    Today,  the  estimate  is  50,000.    Certainly  part  of  the  reduction 
can  be  attributed  to  the  efforts  of  the  Adoption  Resource  Centers  and  other 
federally  funded  programs  which  promoted  special  needs  adoption. 

However,  our  successes  mean  that  the  children  who  still  wait  are  the  most 
difficult  to  place.    Tims  the  activities  which  will  lead  to  their  placement 
and  which  will  make  those  placements  work  well  may  be  the  most  expensive. 
iVmong  the  critical  program  needs  are  national  media  campaigns,  intensive  post- 
adoption  services  and  adequate  subsidies.    Thus,  as  we  focus  our  attention 
on  the  children  with  the  greatest  needs  the  full  S5  million  in  funding 
should  be  made  available  to  support  the  development  of  innovative  programs. 
This  very  difficult  population  of  children  includes  adolescent  boys;  children 
with  severe,  often  life  threatening,  disabilities;  and  institutionalized 
children.     Institutionalized  children  are  most  often  those  who  are  labeled 
mentally  retarded  and  whose  opportunities  for  development  arc  severely  limi- 
ted by  the  lack  of  a  permanent  family. 

Overall,  full  funding  for  Adoption  Opportunities  is  essential  to  the 
placement  of  the  children  who  otill  wait.    They  need  the  services  of  programs 
funded  through  the  act  particularly  the  National  Adoption  Exchange.  The 
Exchange  .is  now  reaching  thousands  of  families  with  the  message  that  children 
are  waiting.    Through  the  continued  growth  of  this  national  outreach  effort 
more  ctiildren  will  be  placed  in  permanent  homes. 
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RESPONSES  OF  MISS  DOHCAi^  HAKDY  TO  WESTIONS 

Or  SEIIATOKS  DENTON  AND  DODD 

QUESTIONS  SUBMITTED  BY  SENATOR  DENTON 

1.  )     Several  witnesses  suggested  that  adoption  of  special 

needs  children  would  be  enhanced  if  the  regional 
and  national  adoption  exchanges  were  given  the 
authority  to  place  children.     Does  the  Administration 
have  a  position  on  such  broadening  of  authority  for 
the  exchanges? 

2.  )     Can  the  Administration  suggest  a  better  alternative 

to  language  in  S.  1003,  as  reported  from  Committee, 
for  a  coordinating  mechanism  in  the  federal  government 
for  programs  that  are  adoption-related? 

3.  )     Will  the  amendments  to  the  funding  section  of  P.L.  95- 

266  contained  in  S.  1003  in  any  way  affect  the  operation 
of  programs  under  the  law? 

QUESTIONS  SUBMITTED  BY  SENATOR  DODD 

1.  )     How  will  your  plans  to  reclassify  and/or  reorganize 

the  office  of  Human  Development  Services   (OHDS)  affect 
the  implementation  of  the  Adoption  Opportunities  Program 
(P.  L.  95-266)  and  the  Adoption  Assistance  and  Child 
Welfare  Act  of  1980  (P.  L..  96-272)? 

2.  )     What  proportion  of  OHDS  "consolidated  research  and 

development  funds*"  are  derived  from  the  adoption 
opportunities  projects? 

3.  )     What  is  the  soutce  of  the  data  you  have  cited  in  your 

testimony,  specifically,  your  assertion  that  children 

in  foster  care  have  declined  by  14  percent  and  the  50,000 

children  in  foster  care  avail2d)le  for  adoption. 

a.  )     From  how  many  states  is  it  derived?    Please  submit 

the  data  for  the  record. 

b.  )     What  are  you  doing  to  gather  information  on 

the  number  and  characteristics  of  special 
needs  children  being  served?    Please  cite  the 
recent  surveys  conducted  from  1977  on. 


4.  )     Given  the  concern  that'  minority,  handicapped,  and 

developmentally  disabled  children  have  not  received 
enough  attention  under  this  program  to  date,  what  future 
federal  support  will  be  available  for  programs  to  help 
such  children? 

'  .  f 

5.  )    What  specific  successful  demonstration  programs  will\ 

continue  to  receive  funding?    For  example,  what  will  J 
happen  to  the  "homes  for  black  children"  project  in 
Detroit  run  by  a  Child  Welf2a:e  League  of  America 
agency?    Please  submit  a  list  for  the  record. 
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QUESTION: 


ANSWER: 


QUESTION: 


ANSWER: 


QUESTION: 
ANSWER : 


Several  witnesses  suggested  that  adoption  of 
special  needs  children  would  be  enhanced  if  the 
regional  and  national  adoption  exchanges  were 
given  the  authority  to  place  children.     Does  the 
Administration  have  a  position  on  such  broadening 
of  authority  for  the  exchanges? 

The  specific  placement  of  children  in  adoptive 
homes  and  the  adoption  process  in  general  is  the 
primary  responsibility  of  the  States.  Therefore, 
it  is  the  position  of  the  Department  that  national 
and  regional  exchanges  should  not  place  children 
in  adoptive  homes. 


Can  the  Administration  suggest  a  better  . 
alternative  to  language  in  S.1003^  as  reported 
from  Committee,  for  a  coordinating  mechanism 
in  the  Federal  government  for  programs  that 
are  adoption-related? 


The  approach  we  recommend  is  the  expansion  of 
Section  203(a)  of  the  Child  Abuse  Prevention 
and  Treatment  Act  which  requires  the  Secretary 
to  establish  coordination  across  the 
Department  with  respect  to  adoption  and  foster 
care.    This  sectlQn  could  be  expanded 
specifically  to  include  coordination  within 
the  Department  of  programs  which  provide 
services  to  pregnant  teenagers,  unmarried 
parents,  and  couples  experiencing  infertility 
with  the  Adoption  Opportunities  program. 
References  to  these  topics  could  then  be 
deleted  from  other  sections  of  the  bill,  and 
the  same  purpose  accomplished  without  unduly 
burdening  the  adoption  opportunities  program 
itself. 

Will  the  amendments  to  the  funding  section  of  P.L* 
95-266  contained  In  S.1003  in  any  way  affect  the 
operation  of  programs  under  the  law? 

The  amendments  refer  to  several  topic  areas  new  to 
the  scope  of  the  Adoption  Opportunities  program, 
such  as  counseling  of  pregnant  teenaged  children 
considering  adoption  as  a  plan  for  their  infants, 
services  to  couples  with  infertility  problems,  and 
services  related  to  infants  of  unmarried  parents- 
While  we  agree  that  these  are  extremely  important 
topics,  we  are  seriously  concerned  that  broadening 
the  scope  of  the  Adoption  Opportunities  program 
beyond  its  current  focus  on  adoption  for  children 
with  special  needs  could  overburden  this  small  but 
very  effective  program.     In  addition,  there  are 
other  offices  in  the  Department  of  Health  and 
Human  Services,  such  as  the  Office  of  Adolescent 
pregnancy  programs,  that  address  these  needs.  We 
would  therefore  recommend  the  approach  outlined  in 
the  previous  question  as  a  way  of  avoiding 
overburdening  the  program. 
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QUESTION:        How  will  your  plans  to  reclassify  and/or 

reorganize  the  Office  of  Human  Development 
Services  (OHDS)  affect  the  implementation  of  the 
Adoption  Opportunities  Program  (p. L.  95-266)  and 
the  Adoption  Assistance  and  Child  Welfare  Act  of 
1980  (P.L.  96-272)? 

ANSWER:  We  do  not  expect  any  current  or  planned  personnel 

actions,  including  reclassification,  to  affect  the 
implementation  of  either  the  Adoption 
Opportunities  or  the  Adoption  Assistance  programs. 


QUESTION:        What  proportion  of  OHDS  "consolidated  research  and 
development  funds"  are  derived  from  the  Adoption 
Opportunities  projects? 

ANSWER:  In  the  FY  1984  budget  request,  we  are  asking  for  a 

total  of  $9,250,000  in  a  consolidated 
discretionary  account,  for  carrying  out  the 
purposes  of  Sections  426  (Child  Welfare  Services 
Research  and  Demonstration)  and  1110  (Social 
Services  Research  and  Demonstration)  of  the  Social 
Security  Act;  the  Child  Abuse  Prevention  and 
Treatment  Act  (other  than  Section  4(b),  State 
Grants);  and  title  II  of  P.L.  95-266  (the  Adoption 
Opportunities  program.)    $21,999,000  was 
appropriated  for  these  programs  in  FY  1983,  of 
which  $1,912,000  was  for  Adoption  Opportunities. 
However,  for  FY  1984*  no  amounts  have  been 
earmarked  by  us  within  the  $9,250,000  consolidated 
amount.    We  are  not  asking  for  changes  in  the 
authorizing  statutes  for  these  activities,  and  we 
plan  to  ensure  that  the  funds  are  used  to  carry 
out  the  purposes  cf  each  activity.    We  believe 
that  the  consolidated  amount  will  give  us  more 
flexibility  to  address  common  issues  among  these 
program  areas. 

In  FY  1983,  we  have  followed  a  coordinated 
discretionary  process,  through  which  grants  for 
most  of  the  discretionary  activities  under  OHDS 
will  be  awarded.     However,  the  amounts 
appropriate(^  by  the  Congress  for  FY  1983  in  each 
^  of  the  discretionary  areas  will  be  specifically 

observed.    For  the  Adoption  Opportunities  program 
$860,000  of  the  $1,912,000  appropriated  for  FY 
1983  will  be  awarded  through  this  coordinated 
process.    This  represents  about  4  percent  of  the 
$21,450,000  to  be  awarded  by  OHDS  through  the 
coordinated  process  in  FY  1983. 

The  remaining  $lV052,000  in  the  Adoption 
Opportunities  Program  will  be  awarded  through 
separate  grant  procedures. 

\ 
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What  is  the  source  of  the  data  you  have  cited  in 
your  testimony,  specifically,  your  assertion  that 
children  in  foster  care  have  declined  by  14 
percent  and  the  50,000  children  in  foster  case 
available  for  adoption? 

a.  )    From  how  may  states  is  it  derived?  Please 

submit  the  data  for  the  record. 

b.  )    What  are  you  doing  to  gather  information  on 

the  number  and  characteristics  of  special 
needs  children  being  served?    Please  cite  the 
recent  surveys  conducted  from  1977  on. 

The  estimate  of  a  14  percent  decline  in  the  total 
number  of  children  in  substitute  care  is  based  on 
a  study  conducted  by  Maximus,  Inc.  under  contract 
with  OHDS  o£  nine  States  with  large  foster  care 
populations.    A  comparison  was  made  between  the 
data  collected  by  the  Office  of  Civil  Rights  in 
January  1980  and  the  data  provided  by  the  nine 
States  for  December  1982.    The  three-year  decline 
was  13.6  percent,  4.5  percent  per  annum.  The 
state-by-state  data  is  presented  in  the  attached 
table.  ' 

The  estimate  of  50,000  children  available  for 
adoption  is  based  on  the  findings  of  the  1977 
National  Study  of  Social  Services  to  Children  and 
Their  Families!    The  study  indicated  that 
approximately  52,000  children  in  foster  car«  were 
legally  free  for  adoption  and  awaiting  placen.ont 
in  an  adoptive  home.    Another  50,000  foster  care 
children  had  already  been  placed  in  adoptive 
homes.    There  were  no  more  recent  statistics 
available  to  estimate  the  number  of  children  whose 
parental  rights  had  been  terminated  and  were 
awaiting  placement  in  an  adoptive  home. 

The  term  "special  needs  children"  has  meaning 
under  P.L.  9C-272  in  the  context  of  adoption  and 
adoption  assistance.    Thus,  special  needs  children 
can  be  identified  in  two  groups:     children  who 
are  legally  free  for  adoption  and  awaiting 
placement  in  or  finalization  of  the  adoptive 
placement;  and  children  in  finalized  adoptive 
homes.    Data  on  these  two  groups  are  currently 
being  collected  and  analyzed  and  will  provide  a 
sounder  basis  for  estimating  the  numbers  of 
children  involved  and  their  current  status. 
Recently,  the  American  Public  Welfare  Association 
has  implemented  the  Voluntary  Cooperative 
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Information  System  and  has  received  reports  from 
48  States,  which  are  currently  being  analyzed.  In 
addition,  OHDS  has  contracted  with  Maximus,  Inc. 
to  conduct  two  studies:    a  study  of  nine  States 
with  large  foster  care  populations;  and  a  national 
survey  of  a  probability^  sample  of  206  county 
agencies  with  a  totajl  of  2,000  children  in  foster 
care  to  obtain  national  estimates  of  the  children 
in  foster  care  and 'their  characteristics.  This 
data  will  be  available  by  July  30,  1983. 

The  child  welfare  survey  since  1977  include: 

1977  National  Study  of  Social  Services  to  Children 
and  Their  Families,  Children  Bureau, 

Year:  1977 
Scope:  National 

1980  Children  and  Youth  Referral  Survey:  Public 
Welfare  and  Social  Services  Agencies,  Office  of 
Civil  Rights,  dHHS. 

Year:  1980 

Scope:     National,  State,  County 

Voluntary  Cooperative  Information  System,  American 
Public  Welfare  Association  ( in  progress) . 

Year:  1982 
Scope:  State 

U.S.  Foster  Care  Population  for  1980,  child  Welfare 
League  of  America, 

Y6ar:  1983 

Scope:     National,  State 

Child  Welfare  Indicator  Survey,  phase  I,  Child 
Welfare  Indicator  Survey,  Phase  II,  Maximus,  Inc. 
(in  progress) . 

Year:  1983 

Scope:     National,  State  » 
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Total  Children  in  Foster  Care  in  Nine  Selected  States 
1980-1962  Comparisons 


OCR 
(1980) 

Haximus 
(1982) 

%  Difference  (1980-82) 
(1980  Base) 
OCR-Maximus 

California 

27, 

534 

31, 

288 

+13.6% 

Florida 

9, 

922 

6, 

156 

-38.0 

Georgia 

5, 

9S9 

4i 

002 

-32.8 

1 1 1  i  no  i  s 

11, 

480 

10, 

,392 

-  9.5 

Massachusetts 

9, 

634 

li 

rl98 

-25.3 

Michigan 

10, 

858 

9, 

r743 

-10.3 

New  York 

40, 

762 

32. 

,454 

-20.4 

Texas 

6, 

818 

5, 

,403 

-20.8 

Vi  rginia 

8, 

458 

6, 

r9l3 

-18.2 

Totals  131,425        113,554  -13.6% 


Given  the  concern  that  minority,  handicapped,  and 
developmentally  disabled  children  have  not 
received  enough  attention  under  this  program  to 
date,  what  future  federal  support  will  be 
available  for  programs  to  help  such  children? 

Because  the  adoption  needs  of  minority, 
handicapped  and  developmentally  disabled  children 
need  special  attention  from  the  child  welfare 
system,  these  groups  were  specifically  identified 
in  the  coordinated  HDS  discretionary  funds 
announcement  this  year  for  special  attention. 
Proposals  have  been  received  and  currently 
being  reviewed.    We  therefore  anticipate  funding 
arants  for  the  development  and  demonstration  of 
approaches  that  will  address  the  concerns  you 
raised. 


QUESTION: 


ANSWER : 
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QUESTION: 


ANSWER: 


\ 

J 


What  specific  succeBsful  demonstration  programs 
will  continue  to  receive  funding?    Pot  example, 
what  will  happen  to  the  "Homes  for  Black  Children" 
project  in  Detroit  run  by  a  Child  Welfare  League 
of  America  agency?  .  Please  submit  a  list  for  the 
record. 

The  National  Adoption  Information  Exchange  System 
has  been  funded  through  September  of  1984.  No 
other  currently  funded  demonstrations  will  carry 
over  into  FY  1984. 

We  believe  in  using  discretionary  funds  in  a 
partnership  relationship  with  the  public  and 
private  sector  to  provide  seed  funds  which 
demonstrate  and  help  utilize  innovative  approaches 
and  solutions  to  problems.     By  definition, 
demonstration  projects  are  not  intended  to  receive 
funding  on  an  indefinite  basis.    With  successful 
demonstration  programs  we  are  eager  to  assist 
State  public  and  private  resources  to 
institutionalize  these  programs  on  an  ongoing 


The  Homes  for  Black  Children  project  is  not  run  by 
the  Child  Welfare  League  of  America.  The 
"National  Center  for  Homes  For  Black  Children",  a 
program  development  effort  sponsored  by  Homes  for 
Black  Children  of  Detroit,  is  in  its  final  year  of 
3  years  of  funding.    Since  1980,  seven  projects 
have  been  created,  each  known  as  "Homes  For  Black 
Children"  or  a  similar  name.    Each  project  was 
provided  seed  money  for  the  purpose  of  program 
implementation;  each  sought  local  funds  and  the 
National  Center  sought  funds  on  the  national  level 
to  support  the  programs.    These  programs  are  in 
varying  stages  of  development,    some  have  recent;ly 
secured  local  funds,  others  have  been  fully  funded  . 
for  the  past  year  an(3  several  have  not  yet 
received  funds.    Built  into  this  program  was  the 
plan  for  each  program  to  continue  through  support 
of  the  public  and  private  sector. 

We  believe  that  four  or  five  of  these'  programs, 
the  ones  fully  funded  and  those  close  to  a  full 
complement  of  staff,  will  continue  to  operate 
after  PedeiAl  funds  are  discontinued. 
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Senator  Denton.  Thank  you.  This  hearing  is  adjourned. 
[Whereupon,  at  1:03  p.m.,  the  subcommittee  was  adjourned.] 


